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‘ EDITORIAL ‘

Researchers Role in Policy
Decision—Making: Purveyors of
Evidence, Purveyors of Ideas?

Greenhalgh and Russell 2005), two commentaries (Pope et al. 2005, Roger 2005)
and responses from Lomas (Lomas 2005a) and Lavis (Lavis 2005) under the
umbrella title Perspectives on Evidence, Synthesis and Decision-Making. Together with

l N THIS ISSUE OF THE JOURNAL WE PRESENT TWO ESSAYS (LAVIS ET AL. 2005,

Lomas's essay in our inaugural issue (Lomas 2005b), they provide sometimes comple-
mentary, sometimes competing, but invariably thoughtful perspectives on how (and to
what extent) research and other evidence can be synthesized, presented and received
to inform health policy and management decisions.

At the risk of overkill, I now dip my oar in these already busy waters to consider
the role of researchers in the decision-making process.

In their commentary, Pope and colleagues make a useful distinction between
reviews or syntheses that provide knowledge support and those that offer decision sup-
port. The decision support mode engages researchers with policy makers, managers,
stakeholders and “experts” in a consideration of policy options. Beyond summarizing
and clarifying the relevant evidence, what are the appropriate roles of researchers in
this inevitably messy process? They might reasonably be expected to advocate for
the research evidence, challenging policies that ignore or defy evidence pointing to a
high probability of public benefit or harm. But should the line be drawn there or is it
appropriate for researchers to join the policy fray as advocates for ideas, values or poli-
cies? Aren't researchers’ ideas as good as anyone else’s — maybe better if they've been
immersed in the policy area under consideration, sometimes for an entire career. On
the other hand, researchers’ideas and arguments reflect not just their expertise but
their entire life experience and may contain varying degrees of personal or professional
self-interest. Wearing the mantle of objectivity, researchers are well positioned to inject
their values into policy discussions in the guise of evidence. By becoming advocates for
ideas, researchers may debase their currency as purveyors of evidence. Cleatly, these
are questions that individual researchers, research synthesis teams and those who
establish the rules of engagement for a decision support synthesis process will need to
address and resolve.
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However, as Greenhalgh and Russell (2005) so forcefully point out, conventional
evidence — synthesized or not — usually plays a marginal role in policy decision-mak-
ing. When considered at all, (highly selected) evidence usually enters the process
through intermediaries, such as in-house analysts, ‘experts,” advisers, lobbyists, inter-
est groups, journalists or decision-makers themselves. At a recent workshop on con-
ducting and commissioning syntheses for managers and policy makers,* Phil Davies,
Deputy Director of the UK Government Social Research Unit, described the “evi-
dence chain” of 55 top UK policy makers. Asked where they turned for guidance, they
listed their sources in the following order: special advisers, “experts,” think tanks/opin-
ion formers, lobbyists and pressure groups, professional associations, media and con-
stituents/consumers/users. Academics were not even mentioned. In Davies's words,
academics are “at the level of plankton” in the evidence chain. The message seems clear.
If researchers want to change the world, they need to become “experts.” Leaving aside
the question of how this metamorphosis occurs — whether by serendipity or design
— the dilemma about the proper role of the researcher, described above in the context
of the decision support synthesis, emerges once again. However, to the extent that
the researcher ‘expert” provides policy advice informally or behind closed doors, the
restraining effect of transparency on the free expression of value-based argument mas-
querading as evidence is lost. Whether a researcher can achieve and maintain the sta-
tus of expert while remaining simply a purveyor of, and advocate for, research evidence
(and whether such “objectivity” is even possible) remains in doubt.

Having described policy making as the “messy unfolding of collective action,
achieved mostly through dialogue, argument, influence and conflict,” Greenhalgh and
Russell conclude that all’s fair in policy making as long as the participants are aware
of and explicit about how they and others play the game. Accepting this view, the least
that can be expected of researchers who actively engage in the policy making process is
explicitness about their interests, premises and values.

* Conducting and Commissioning Syntheses for Managers and Policy Makers, November
30 — December 2, Montreal, Quebec. Sponsored by the Canadian Health Services Research
Foundation, Canadian Institutes of Health Research and the NHS Service and Delivery
Organization R&D Programme.
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Role des chercheurs dans la prise de décisions en
matiére de politiques : fournisseurs de preuves,
fournisseurs d’'idées?

ANS CE NUMERO DE LA REVUE NOUS PRESENTONS DEUX ARTICLES (LAvis

et al. 2005, Greenhalgh et Russell 2005), deux commentaires (Pope et al.

2005, Roger 2005) et des réactions de Lomas (Lomas 2005a) et de Lavis
(Lavis 2005) sous le théeme « Points de vue sur les preuves, la synthése et la prise de déci-
sions. » Ajoutés A larticle publié par Lomas dans notre tout premier numéro (Lomas
2005b), ces textes fournissent des points de vue parfois complémentaires, parfois
contradictoires, mais toujours trés pertinents sur la facon (et la mesure dans laquelle)
la recherche et les autres preuves peuvent étre synthétisées, présentées et regues pour
informer les décisions sur les politiques de la santé et la gestion.

Au risque de pécher par excés, je vais 3 mon tour me jeter dans ces eaux déja
fourmillantes d'idées et examiner le role des chercheurs dans le processus de prise
de décisions.

Dans leur commentaire, Pope et ses collegues font une distinction utile entre les
examens et les synthéses qui fournissent un soutien aux connaissances et ceux qui four-
nissent un soutien aux décisions. Le soutien aux décisions fait participer les chercheurs,
les décideurs, les gestionnaires, les intervenants et les « experts » & lexamen des choix
possibles en matiére de politiques. Outre le fait de résumer et de clarifier les preuves
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pertinentes, quels autres roles appropriés les chercheurs peuvent-ils jouer dans ce
processus inévitablement désordonné? On peut raisonnablement sattendre a ce qu'ils
vantent les mérites des preuves fournies par la recherche et i ce qu'ils contestent les
politiques qui remettent en cause ou qui ne tiennent pas compte des preuves indi-
quant une probabilité élevée de répercussions positives ou négatives sur le public. Mais
doit-on sarréter 1A ou est-il approprié que les chercheurs se jettent dans la mélée des
politiques en tant que défenseurs d'idées, de valeurs ou de politiques? Les idées des
chercheurs ne sont-elles pas aussi bonnes que celles des autres — voire meilleures, sur-
tout si le chercheur travaille dans le domaine en question depuis nombre d'années ou
y a passé toute sa carriére. D'un autre coté, les idées et les arguments des chercheurs
reflétent non seulement leur expertise mais lexpérience de toute une vie et peuvent
donc cacher, A des degrés variables, des enjeux personnels ou professionnels. Portant le
manteau de lobjectivité, les chercheurs sont bien placés pour injecter, sous la guise de
preuves, leurs propres valeurs dans les discussions sur les politiques. En devenant pro-
moteurs d’idées, les chercheurs peuvent déprécier leur valeur en tant que fournisseurs
de preuves. De toute évidence, ce sont 12 des questions que les chercheurs, les équipes
de synthése de recherche et ceux qui établissent les régles dengagement pour un proc-
essus de syntheése a lappui des décisions devront aborder et résoudre.

Cependant, comme Greenhalgh et Russell (2005) le soulignent si bien, les preuves
traditionnelles — queelles soient synthétisées ou non — nont habituellement quun
role marginal dans la prise des décisions relatives aux politiques. Lorsquon en tient
compte, les preuves (hautement sélectionnées) sont généralement intégrées au proc-
essus par lentremise d'intermédiaires comme les analystes internes, les « experts »,
les conseillers, les lobbyistes, les groupes d'intérét, les journalistes ou les décideurs
eux-mémes. Lors d'un récent atelier sur la réalisation et la commande de synthéses
pour les gestionnaires et les décideurs,” Phil Davies, directeur adjoint de l'unité de
recherche sociale du gouvernement du R.-U,, a décrit la « chaine de preuves » de
55 grands décideurs du R.-U. Quand on leur demande vers ot ils se tournent pour
obtenir des conseils, ils citent leurs sources dans l'ordre suivant : conseillers spéciaux,
« experts », « comités des sages », leaders dopinions, lobbyistes et groupes de pression,
associations professionnelles, médias et commettants/consommateurs/utilisateurs.
Personne na mentionné les universitaires. Comme le dit Davies, les universitaires sont
« Iéquivalent du plancton » dans la chaine de preuves. Le message semble clair. Si les
chercheurs veulent changer le monde, ils doivent devenir des « experts. » Laissant de
cdté la question de savoir comment sopére cette métamorphose — que ce soit par un
heureux hasard ou par volonté — le dilemme entourant le réle adéquat du chercheur,
décrit ci-dessus dans le contexte des synthéses appuyant les décisions, émerge 4 nou-
veau. Cependant, dans la mesure ol '« expert » chercheur fournit des conseils sur
les politiques de fagon informelle ou derriére des portes closes, leffet restreignant de
la transparence sur la libre expression d'un argument axé sur la valeur et déguisé en
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preuve est perdu. Il reste donc douteux qu'un chercheur puisse acquérir et maintenir
le statut dexpert tout en demeurant un simple fournisseur — et un défenseur — de
données de recherche (et qu'une telle « objectivité » soit méme possible).

Ayant décrit [élaboration de politiques comme étant « le dévoilement désordonné
de mesures collectives, réalisé principalement par le dialogue, l'argument, I'influence
et le conflit », Greenhalgh et Russell en viennent 4 la conclusion que tout est permis
dans lélaboration de politiques, a condition que les participants soient conscients de la
facon dont eux et les autres jouent le jeu et qu'ils lexpriment explicitement. Si on accepte
ce point de vue, la moindre des choses a laquelle on peut sattendre des chercheurs
qui participent activement au processus délaboration de politiques est une expression
explicite de leurs enjeux, de leurs principes et de leurs valeurs.

* Réaliser et commander des synthéses pour les gestionnaires et les décideurs, du 30 novembre au
2 décembre, Montréal, Québec. Parrainé par la Fondation canadienne de la recherche sur les serv-
ices de santé, Instituts canadiens de recherche en santé, et le programme de recherche et de dével-
oppement du NHS Service and Delivery Organization.

BRIAN HUTCHISON, MD, MSC, ECEP
Rédacteur en chef
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santé publique et privée?
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Difficultés d'accés aux soins de santé de premiére ligne au Canada
CLAUDIA SANMARTIN ET NANCY ROSS

Les Canadiens qui n'ont pas de médecin de famille et les immigrants récents ont de
la difficulté & avoir accés a des soins de santé de premiére ligne. Le signalement des
difficultés daccés aux soins variait selon lage, le sexe et la région.

Inclusivité et démence : planification des services de santé pour les personnes

atteintes de démence
KYLE WHITFIELD ET SUSAN WISMER

Linclusion efficace exige la prise de mesures, & des paliers multiples, par les personnes
atteintes de démence, les partenaires en matiére de soins, les fournisseurs de services
et les bailleurs de fonds.

Rentabilité de Iétendue des services d'intervention comportementale intensive

A tous les enfants autistes de 'Ontario

SANOBER S. MOTIWALA, SHAMALI GUPTA, MEREDITH B. LILLY, WENDY ]J.
UNGAR ET PETER C. COYTE

Au cours de la derniere année, plusieurs poursuites judiciaires ont été intentées
contre les gouvernements provinciaux en vue damener ces derniers & augmenter le
financement accordé a l'intervention comportementale intensive (ICI). Cette analyse
économique examine les codts et les conséquences de [élargissement de la portée d'un
programme d’ICI.

Temps d'attente pour la radiothérapie chez les femmes atteintes de cancer du

sein au Québec de 1992 4 1998

BERNARD FORTIN, MARK S. GOLDBERG, NANCY E. MAYO, MARIE-FRANCE
VALOIS, SUSAN C. SCOTT ET JAMES HANLEY

Une étude menée aupres de femmes atteintes du cancer du sein et qui ont recu un
traitement chirurgical au Québec cherche a expliquer la raison de laugmentation du
temps dattente pour les traitements de radiothérapie.

F .
I Pair Passé en revue
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7th Annual Integrated Care Conference
Integrated Care: The Agony and the Ecstasy
April 7-8, 2006, Montreal, Canada

Organizers
International Network of Integrated Care (INIC) www.integratedcarenetwork.org
SOLIDAGE Research Group www.solidage.ca
PRISMA Research Group www.prisma-qc.ca

The International Network of Integrated Care (INIC) is a non-profit
organization that represents researchers, policy analysts, managers and
professionals dedicated to the promotion of integrated care leading to

better quality, more cost-effective health care.

Keynote Speakers

Philippe Couillard

Minister of Health, Government of Quebec
Integrating health and social services to
better serve a population: the Quebec
experience

Léonard Aucoin

President, InfoVeille Santé

What can public health care systems learn
from Kaiser Permanente?

Ruud ter Meulin

Professor, Chair of Ethics in Medicine

Bristol University, Bristol, UK

Market forces and integrated care: how well
can they mix?

Chad Boult

Director, Lipitz Center for Integrated Care
Professor of Health Policy & Management
Johns Hopkins University, Baltimore,
Maryland

Implementing the chronic care model: the
‘guided care’ approach to primary care for
high-risk elderly patients

David Levine

President and CEO

Montreal Regional Health Authority
Population based health care management:
a model for health reform in Montreal

Conference objectives

* Review of the latest developments in
integrated health care drawing on specific
international experiences;

+ Discuss economic and social factors that
influence the efficacy of integrated care;

+ Discuss the implementation of integrated
care models;

* Present research results leading to
novel ideas and developments in
integrated care.

Call for Abstracts

Paper and poster submissions are
encouraged in the areas of research, policy
and practice. See details on the meeting
information website.

Abstract deadline is January 30, 2006

Additional meeting information:
www.integratedcarenetwork.org



‘ THE UNDISCIPLINED ECONOMIST ‘

Kafka, New Orleans, the OARs
and the KT Boundary

Kafka, la Nouvelle-Orléans, les OAR
et la frontiére de 'AC

Reverse the flow of Kafka’s fable of the Imperial Message and you have the
problem of Knowledge Transfer — the message is not getting through.

by ROBERT G. EVANS

Professor of Economics
University of British Columbia
Vancouver, BC

Abstract

The dying emperor in Kafka’s tale has sent you a message of great importance,
entrusted to his strongest herald. But the throne room, the palace, the city are so huge
and so crowded with people that the message can never reach you. Reverse the tale
and you have the problem of Knowledge Transfer (K'T) — brutally illustrated by the
fate of New Orleans. Important information, of unquestioned validity, soundly based
in research and easy to understand, simply does not get through to practice. A recent
evaluation of the Ottawa Ankle Rules makes the point all too clearly. Indeed, the KT
problem is worse than Kafka’s. Economically motivated people and organizations
actively distort the messages — and try to trip the herald — while grossly oversimpli-
fied frameworks of understanding include no language in which the messages can be
expressed. “‘More research” is not the answer.

Résumé

Lempereur mourant du récit de Kafka vous a envoyé un message de la plus haute
importance et |a confié 4 son plus fidéle messager. Mais la salle du tréne, le palais et
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la ville sont si vastes et si populeux que le message ne vous parvient jamais. Racontez
cette histoire en sens inverse et vous avez le probléeme de l'application des connais-
sances (AC) — criiment illustrée par le destin de la Nouvelle-Orléans. Les renseigne-
ments importants dont la validité est sans équivoque, qui sont fondés sur des travaux
de recherche solides et qui sont faciles 3 comprendre, narrivent tout simplement

pas A se frayer un chemin jusqu? la pratique. Une récente évaluation des « Ottawa
Ankle Rules » n'illustre que trop clairement ce point. Le probléme de IAC est en
réalité bien pire que celui de Kafka. Les personnes et les organismes ayant des enjeux
économiques semploient activement 4 déformer les messages — et A essayer de faire
trébucher le messager — tandis que des cadres théoriques trop simplifiés n'incluent
aucun langage dans lequel exprimer les messages. « D'autres travaux de recherche » ne
sont pas la solution.

An Imperial Message

The Emperor — so they say — has sent a message, directly from his death bed, to you alone,
his pathetic subject, a tiny shadow that has taken refuge at the farthest distance from the
imperial sun. He ordered the herald to kneel down beside his bed and whispered the mes-
sage in his ear. He thought it was so important that he had the herald speak it back to
him. He confirmed the accuracy of the verbal message by nodding his head. And. in front of
the entire crowd of those witnessing his death — all the obstructing walls have been broken
down, and all the great ones of his empire are standing in a circle on the broad and high-
soaring flights of stairs — in front of all of them he dispatched his herald.

The messenger starts off at once, a powerful, tireless man. Sticking one arm out and
then another, he makes his way through the crowd. If he runs into resistance, he points to
his breast, where there is a sign of the sun. So he moves forward easily, unlike anyone else.
But the crowd is huge; its dwelling places are infinite. If there were an open field, how he
would fly along, and soon you would hear the marvellous pounding of bis fist on your door.
But instead of that, how futile are all bis efforts. He is still forcing his way through the pri-
vate rooms of the innermost palace.

Never will he win his way through. And if he did manage that, nothing would have
been achieved. He would have to fight his way down the steps and, if he managed to do
that, still nothing would have been achieved. He would have to stride through the court-
yards, and after the courtyards through the second palace encircling the first, and then
again, through stairs and courtyards, and then, once again, a palace, and so on for thou-
sands of years. And if he finally burst through the outermost door — but that can never,
never happen — the royal capital city, the centre of the world, is still there in front of him,
piled high and full of sediment. No one pushes his way through here, certainly not someone
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with a message from a dead man. But you sit at your window and dream of that mes-

sage when evening comes. (Translated by Ian Johnston, Malaspina College—University,
Nanaimo, BC)

Reverse the flow of Kafka’s fable and you have the problem of Knowledge Transfer
(KT). You, the humble researcher beyond the outer fringe of power, have a message
of great importance for the emperor. The message is crystal clear, and the (living)
emperor needs and would very much want to hear it. But so crowded is the public dis-
course with other issues, other priorities, other people’s messages, that it is impossible
for your message to get through. Human rationality is bounded, and your message is

outside the boundary. Which brings us to New Otleans.

“Just Because I Don't Care ...

From the perspective of KT, what is most interesting about the drowning of New
Orleans is not the disaster itself, nor the slow and fumbling response, nor even the
gathering of commercial vultures as the event reaches the end of its media life. Rather,
it is that the disaster was so predictable and so widely and accurately predicted. From
sophisticated computer simulations and engineering studies, to articles in high-end
magazines — Scientific American, National Geographic — the message was spelled out
unambiguously in letters 10 feet tall.

Nor was that message at all difficult to understand. The various interacting natu-
ral and human processes that made New Orleans a disaster waiting to happen may
be complex and subtle, but the central points do not require advanced training. Much
of New Orleans is below sea level, some nearly 20 feet below. The city has survived
behind levees that were known to be inadequate to withstand a major hurricane. The
Gulf of Mexico is a major hurricane track. When (not if ) a hurricane hit, the city
would be drowned. There would be great loss of life, massive disruption of lives and
colossal property damage. One did, it was, and there was.

If the ultimate test of good science is successful prediction, then the analysis of
New Orleans’ predicament was very good science. The KT was a complete and utter
failure. But that failure cannot be charged to the messenger, or to the message. The
message was clear, and the heralds tried their best. But the streets of the capital, the
courtyards and corridors of the palace, and especially the throne room, were thronged,
jammed tight with people and their uncountable multitudes of concerns. Whatever
message receptor sites there might have been were already occupied. (The arteries of
imperial power, suggests Morris Barer, were clogged with fatter pork.) The herald and
his portentous message could not get through.
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Rowing Against the Current

Now lets narrow the focus and consider another clear and unambiguous message:
orders of magnitude less dramatic than the destruction of a city, but nonetheless with
powerful implications for KT in healthcare. Over a decade ago, a research team at the
Ottawa Civic Hospital (Stiell et al. 1992, 1994) generated and began to disseminate
the Ottawa Ankle Rules (OARs). These constituted a rigorously developed and exten-
sively tested algorithm for diagnosing ankle injuries in the Emergency Department
(ED) that permits clinicians to rule out fractures through a simple (and small) set of
careful observations. Radiography, the standard response to ankle injury, was — in a
high proportion of presenting cases — simply unnecessary.

Injured ankles make up a significant share of ED workload; universal implementa-
tion of these rules could thus reduce radiology load and costs, as well as saving patient
and clinician time. Perhaps more important, the development of such a simple and suc-
cessful clinical decision rule (CDR) held out the prospect of a much broader array of

similar CDRs, a program that the Ottawa team have subsequently taken up with vigour.
And the result?

These rules are transforming the approach to the assessment of these injuries
and, after training, can be used by clinicians from a range of backgrounds
(including medical, nursing and paramedic staff), in both hospital and com-

munity settings. (Heyworth 2003)
But in 1999, Cameron and Naylor told a different story from Ontario:

Although participants gave highly positive appraisals of the Ottawa Ankle
Rules and the educational sessions, there was no reduction in the use of ankle
radiography for the 10 hospitals that received the educational sessions. ... Even
when a dissemination strategy is well received and involves a widely accepted
clinical guideline, the impact on behaviour in clinical practice may be small.

Or, indeed, nil. So the recently published study of uptake by the Ottawa group
(Brehaut et al. 2005) should not be a total surprise. Their survey of a sample of ED
physicians found that while 99.2% reported familiarity with the OARs,“82.4% had
not reviewed the rules in months or years, and only 30.9% were able to correctly [sic]
remember the components of the rule.”

Perhaps it is just as well that “only 42.2% reported basing their decisions to order
radiography primarily on the rule,” though that is exactly the purpose for which the
OARs were designed and are very effective. 89.6% reported applying the OARs (very
rarely consulting memory aids) “always” or “most of the time.” But most applied these
rules in combination with other clinical observations. Unfortunately, these observa-
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tions were ‘non-rule factors that are not related to the presence of a fracture ... and
factors that add no more predictive value over and above the rule”

These findings essentially repeat the message of Jonathan Lomas and his col-
leagues (1989): “Do practice guidelines guide practice?” Well, no. Lomas et al. surveyed
Ontario clinicians to determine their responses to the SOGC guidelines for caesarian
section, guidelines motivated by rates of intervention that were generally agreed to be
excessive. They then matched (with subjects’ permission) responses with actual prac-
tice as reflected in OHIP billing. Briefly, a majority of respondents said that they knew
of the guidelines, agreed with them and followed them in practice. But in fact, they did
not. Inappropriate interventions continued unabated.

The point of this excursion into CDRs is not to bash ED clinicians, but to sug-
gest a parallel between these two egregious examples, from radically different settings,
of complete failure of knowledge transfer. In both cases the message was simple, clear
and about as solidly grounded in evidence and analysis as one could hope. Both mes-
sages were consequential and were widely disseminated within the relevant communi-
ties, and their implications for “What is to be done?” were direct and unambiguous.

Nothing happened.

“Do I Have the Party to Whom I Am Speaking?”

We now have a nice, new Canadian journal of health policy. KT is both part of its
purpose and part of its subject matter. But Kafka’s story implies that simply (!) gener-
ating sound research findings with clear policy implications and disseminating them
widely may nonetheless achieve nothing. (Bit of a nihilist, Kafka was, but thats one
way to avoid disappointment.)

Health researchers messages, of course, address not one emperor but several dif-
ferent “policy maker” communities. The experience with the OARs, however, under-
lines heavily a point made long ago by Lomas, that every clinician is a policy maker.
Clinical policy, the sum and resultant of day-to-day decisions, is at least as significant
for health system performance as is the “high policy” of politicians, senior bureaucrats
and administrators — and even, occasionally, judges. (A.P. Herberts character Albert
Haddock argues that a judgment of the House of Lords is equivalent to an act of God
because it, too, is something that “no reasonable man could have expected.”)

Official policies can have a powerful impact on the context of clinical policy, but
their effects, for good or ill, ultimately flow through clinical decisions. Have we implic-
itly written off direct communication with clinicians as “not our department” — or
perhaps wholly ineffective in the absence of substantial contextual change? Do we then
bet our chips solely on reaching non-clinicians?

At the journal’s launch, though, Paul Jacobson argued rather vigorously that our
journal will not reach even those official policy makers who are really critical for effec-
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tive KT. A broadened conversation with health administrators and bureaucrats remains
within a shared framework of understanding. Our messages may be clear, sound and
well understood within that community, but the real levers of power are elsewhere — in
the hands of politicians and senior finance officials who are outside our conversation.

Their absence was powerfully illustrated by Lavis et al. (2003) in surveying the
penetration within federal and provincial bureaucracies of current concepts of popu-
lation health. Those ideas were widely disseminated and had been taken up across
health, social services and labour ministries — but not in finance. What could fiscal
policy possibly have to do with population health? Some thought that the survey had
been sent to them in error.

Lavis's findings reinforce Kafka’s point. The failure of K'T was not traceable to
a confused message or to inarticulate messengers. People in other ministries ‘got the
message” with no apparent difficulty, and members of finance departments are surely,
on average, no less intelligent. Why has nothing gotten through?

Kafka’s hordes have, I think, their analogy in the powerful and elaborately articu-
lated framework of understanding peculiar to economics and predominant in finance
departments and the business community generally. Such frameworks provide a fil-
ter for information, defining what is and particularly what is not to be attended to.
Conventional economic analysis, especially as practised in North America, provides
“off-the-shelf” explanations generated from a priori theory for both the determinants
of health and the dynamics of healthcare systems. These typically incorporate little, if
any, knowledge of the actual subject matter and are correspondingly grossly oversim-
plified when not just plain wrong.

Findings from health services research, solidly rooted in the real world of health
and healthcare, do not fit into the predetermined conceptual categories of the conven-
tional economic framework — no receptor sites — so in a real sense cannot be heard.
They can be heard by those working within alternative, much looser and more flexible
frameworks of understanding — but they are generally farther from the throne.

Research Be Damned! We'e Trying to Make a Buck!

Worse, the crowd in the throne room includes some — small in numbers, perhaps,

but very heavily resourced — with a strong economic interest in blocking or distorting
the messages from research and substituting self-serving myths. The pharmaceutical
industry is the most notorious example, but private insurers have an obvious interest
in undermining universal public coverage. No private payment, no private insurance.
Commercial diagnostic enterprises can be indifferent to OAR-type decision rules, only
so long as they have no effect. Imagine the impact on costs, and on health policy gen-
erally, if all access to MRI had to be justified by some explicit, evidence-based prospect
of improved patient outcomes.
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All cost savings are threats to someone’s income. For publicly traded corporations,
a reduction in expected future earnings translates directly into reduced share values.
Remember Nortel — capital markets are brutally unforgiving.

Demand creates its own supply, and these commercial interests have supported
the growth of a specialized private disinformation industry — “liars for hire” would be
impolite, call them marketers by other means — to promote public policies furthering
those corporate interests and to deflect or discredit threatening research findings. All
petfectly normal, in a for-profit world. These activities have little or no penetration
among the health research community, but have been very effective in exploiting the
intellectual vulnerability of those pre-conditioned to hear their selective, simplistic and
grossly distorted messages. The Chaoulli decision provides a spectacular example, but
any randomly selected product of standard economics training should serve as well.

The “(K)retaceous-Tertiary (KT) Boundary” refers not to knowledge transfer,
but to a thin layer of iridium-enriched clay marking a discontinuity between these
geological periods. It is generally interpreted as the consequence of a really bad day
in the Yucatan. The crossing of this KT boundary was a decisive break in evolution-
ary history. But the Age of Mammals, previously a bunch of evolutionary no-hopers,
would have been impossible without the elimination of the dinosaurs. While they
remain in place — unexamined habits of thought and behaviour, fed and reinforced by
entrenched economic interests — KT will be a dubious battle.
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Abstract

Participants in the Cochrane Collaboration conduct and periodically update system-
atic reviews that address the question, “What works?” for healthcare interventions.
The Cochrane Library makes available quality-appraised systematic reviews that
address this question. No coordinated effort has been undertaken to conduct and
periodically update systematic reviews that address the other types of questions asked
by healthcare managers and policy makers, to adapt existing reviews to highlight
decision-relevant information (including the factors that may affect assessments of

a review’s local applicability) or to facilitate their retrieval through a“one-stop shop-
ping” portal. Researchers interested in evaluating new methodological developments,
health services and policy researchers interested in conducting and adapting systematic
reviews, and research funders all have a role to play in making systematic reviews more
useful for healthcare managers and policy makers.

Résumé

Les participants a la Cochrane Collaboration effectuent et mettent périodiquement

a jour des examens systématiques qui abordent la question : « Qulest-ce qui fonc-
tionne? » pour les interventions en matiére de santé. La Cochrane Library met, 4 la
portée du public, des examens systématiques dont la qualité a été évaluée et qui trait-
ent de cette question. Aucun effort coordonné na été entrepris pour effectuer et met-
tre périodiquement 2 jour des examens systématiques qui traitent des autres types

de questions que posent les gestionnaires et les décideurs; pour adapter les examens
existants afin de mettre en relief les données pertinentes pour la prise de décisions (y
compris les facteurs susceptibles d'influencer les évaluations de lapplicabilité d'un exa-
men 2 léchelle locale); ou pour faciliter leur extraction par lentremise d'un « guichet
unique. » Les chercheurs désireux dévaluer les nouveaux développements méthod-
ologiques, les chercheurs en politiques qui veulent réaliser et adapter des examens
systématiques, ainsi que les bailleurs de fonds de travaux de recherche ont tous un
role A jouer pour rendre les examens systématiques plus utiles aux gestionnaires et aux
décideurs du domaine des soins de santé.
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Working Within and Beyond the Cochrane Collaboration to Make Systematic Reviews
More Useful to Healthcare Managers and Policy Makers

YSTEMATIC REVIEWS CAN INFORM HEALTHCARE MANAGEMENT AND POLICY

making by providing research-based responses to important questions about

health systems (Davies et al. 2000; Lavis et al. 2004). Systematic reviews offer
four advantages to potential target audiences outside the research community, the first
two of which apply primarily to reviews that address questions about “what works.”
First, the likelihood of being misled by research evidence is lower with a systematic
review than with an individual study (Eggar et al. 2001). Second, confidence in what
can be expected from an intervention is higher with a systematic review than with an
individual study (Eggar et al. 2001). Third, drawing on an existing systematic review
constitutes a more efficient use of time because the research literature has already been
identified, selected, appraised and synthesized in a systematic and transparent way
(Lavis et al. 2005). Fourth, a systematic review can be more constructively contested
than an individual study because debates can focus on appraisal and synthesis rather
than on the reasons that one study was identified and selected over others (Lavis et al.
2005).

The Cochrane Collaboration is an international, not-for-profit and independent
organization, dedicated to making up-to-date, accurate information about the effects
of healthcare interventions readily available worldwide by promoting the search for
evidence and producing and disseminating systematic reviews. The Cochrane Library
provides one-stop shopping for quality-appraised reviews that address the question
“What works?” — both those reviews produced according to the quality standards of
the Cochrane Collaboration and those that have been quality-appraised by two inde-
pendent raters. (The Cochrane Library also provides one-stop shopping for health
technology assessments, which typically build on systematic reviews, and economic
evaluations.)

The Cochrane Collaboration’s Effective Practice and Organization of Care
(EPOC) Review Group has as its major focus the promotion of systematic reviews of
health system interventions (McAuley et al. 2003). An EPOC review draws on rand-
omized controlled trials or (in their absence) controlled before/after studies and inter-
rupted time-series studies to address a question about the effectiveness of an interven-
tion (i.e.,“What works?”). EPOC faces challenges, however, in ensuring that reviews
address questions relevant to healthcare management and policy making, developing
methods and quality standards to assess complex health system interventions, high-
lighting factors that may influence the local applicability of reviews and adapting the
presentation of reviews to enhance their usefulness for managers and policy makers.

No coordinated effort akin to the Cochrane Collaboration has been undertaken
to address questions other than“What works?,” and no “one-stop shopping” portal
akin to the Cochrane Library has been developed to make available quality-appraised
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reviews that address a broader array of questions. Healthcare managers and policy
makers are interested in the most effective solutions to the most burdensome health
problems, the most effective ways to fit these solutions into complex health systems
and the most effective ways to bring about desired changes in health systems (Lavis
et al. 2004). But in addition to asking questions about effectiveness (does changing
X change Y?), they also ask questions about cost-effectiveness (is X, more cost-effec-
tive than X in achieving a one-unit change in Y?), relationships (is X associated with
Y?), mechanisms (how are X and Y linked, or why does changing X change Y?) and
meanings (how have X or Y been viewed or experienced?). In recent years a variety of
new approaches have been developed to conduct and update systematic reviews that
address this broader array of questions.

In this paper we outline some ways in which the production and updating of
systematic reviews (i.e., the future flow of systematic reviews), the adaptation of the
global stock of systematic reviews and the development of improved retrieval mecha-
nisms for systematic reviews could enhance the usefulness of systematic reviews for
healthcare managers and policy makers. In so doing we highlight how health services
and policy researchers can work both within the Cochrane Collaboration to address
questions about “what works” and beyond it to address other questions. We envision a
future in which all health services and policy researchers register their reviews (as do
Cochrane reviewers) to avoid unnecessary duplication and most regularly update at
least one systematic review. We also envision a future in which research funders sup-
port production, adaptation and retrieval processes to ensure that systematic reviews
are available when healthcare managers and policy makers need them to inform their
decision-making.

Conducting and Updating Systematic Reviews

Of the five elements of a systematic review — (1) an explicit question, (2) an explicit
description of the search strategy, (3) an explicit statement about what types of
research evidence were included and excluded, (4) a critical examination of the qual-
ity of the studies included in the review and (5) a critical and transparent process of
interpretation of the findings of the studies included in the review — we focus particu-
larly on posing questions (element 1), selecting studies (element 3) and synthesizing
studies (element 5), as well as on the role of healthcare managers and policy makers in
these three steps.

We begin with involving healthcare managers and policy makers in the system-
atic review because their inclusion has the potential to influence many elements of
the process. We offer three reasons for augmenting the stock of investigator-driven
systematic reviews with reviews that involve healthcare managers and policy makers.
First, a systematic review of the factors that influenced the use of research evidence

(24] HEALTHCARE POLICY VoL No2, 2006



Working Within and Beyond the Cochrane Collaboration to Make Systematic Reviews
More Useful to Healthcare Managers and Policy Makers

in healthcare policy making identified that individual-level interactions between
researchers and healthcare policy makers increased the prospects for research use in
policy making (Lavis et al. 2005). Second, an analysis of websites of research funders,
producers/purveyors of research and journals that include healthcare managers and
policy makers among their target audiences found that such linkage and exchange
processes are rare (Lavis et al. 2005). Third, involving managers and policy makers
in the systematic review could enhance the public accountability of researchers when
they derive take-home messages from research, which is a type of accountability that
has been noticeably lacking (Black 2001).

We now turn to the first element of a systematic review — an explicit question.
As we have already pointed out, healthcare managers and policy makers ask questions
about the most effective solutions to the most burdensome health problems, the most
effective ways to fit these solutions into complex health systems or, more generally, to
design health systems (i.e., governance, financial and delivery arrangements) and the
most effective ways to bring about desired changes in health systems. While Cochrane’s
EPOC Review Group is focused in part on the effectiveness of such governance,
financial and delivery arrangements, the scale of its effort does not yet match the scale
(or complexity) of the task at hand. Moreover, while the EPOC Review Group is also
focused in part on the most effective ways to bring about desired changes in health
systems, its efforts need to be expanded beyond interventions targeted at health profes-
sionals to include change-management strategies at the level of organizations.

Healthcare managers and policy makers also ask questions about the cost-effec-
tiveness of alternative approaches to achieving particular outcomes, relationships
between factors and outcomes, mechanisms through which factors may affect out-
comes and the meanings ascribed to particular factors and outcomes. In recent years
new approaches have been developed to conduct and update systematic reviews that
address this broader array of questions (Dixon-Woods et al. 2005; Mays et al. 2005).
Most involve relatively minor alterations to established approaches, but one is sub-
stantively different in that it takes a more iterative approach to the development of
the question as the systematic review progresses (Pawson et al. 2005). The arguments
in favour of allowing the question to be refined and revised are that this approach is
more likely to yield new ways of thinking and, when informed by interactions with
healthcare managers and policy makers, is more likely to yield reviews relevant to the
decisions they face. The arguments against allowing the question to change are that
this approach requires either a great deal of resources or “cutting corners” in subse-
quent steps, and that it introduces bias into what would otherwise be an approach
that strives to minimize bias.

We now turn to the third element of a systematic review — an explicit statement
about what types of research evidence were included and excluded. Here we again
highlight the one substantive change that has been advocated by some of those who
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produce systematic reviews for healthcare managers and policy makers: drawing a
purposive sample of studies for review rather than reviewing all eligible studies. This
proposal often goes hand in hand with the proposal to allow the question to change as
the systematic review progresses, in part because drawing a sample of studies reduces
the resources required for an iterative approach. Drawing a purposive sample of stud-
ies would also be consistent with the qualitative methods used in some approaches

to synthesizing studies. The arguments against purposive sampling are that it could
introduce bias and, in the long run, reduce the pressure to improve the retrievability of
health services and policy research.

Finally, we turn to the fifth element of a systematic review — a critical and trans-
parent process of interpretation of the findings of the studies included. The new
approaches that have been developed to conduct and update systematic reviews that
address the broader array of questions asked by healthcare managers and policy mak-
ers often differ most profoundly in how research findings are synthesized (Dixon-
Woods et al. 2005). The approaches range from techniques that are largely qualitative
and interpretive (e.g,, thematic analysis) to those that are largely quantitative and inte-
grative (e.g., Bayesian meta-analysis). A recent review of these approaches concluded
with a call for their further development and refinement in coordinated and well-

evaluated ways (Dixon-Woods et al. 2005).

Adapting Systematic Reviews

Even if the future flow of systematic reviews were modified in ways that enhance their
relevance to healthcare managers and policy makers, substantial efforts would still

be needed to adapt the global stock of reviews in ways that enhance their usefulness.
Two potential adaptations involve changes to the types of information profiled in a
systematic review. First, information about the harms (or risks) and costs of interven-
tions (not just the benefits), the uncertainty associated with estimates and any dif-
ferential effects by subgroup would be needed in order to provide healthcare managers
and policy makers with decision-relevant information. Second, information about

the contextual factors that may affect a review’s local applicability would be needed in
order for managers and policy makers to decide whether to give serious consideration
to the decision-relevant information. The other potential adaptation involves develop-
ing user-friendly “front ends” for reviews that would allow rapid scanning for relevance
and then graded entry to highly relevant reviews.

Providing three types of decision-relevant information — harms (or risks) and
costs (not just benefits), uncertainty and differential effects by subgroup — was uni-
versally supported as a way to enhance the usefulness of systematic reviews by the
healthcare managers and policy makers who were interviewed about these possibilities
(Lavis et al. 2005). Highlighting the uncertainty associated with estimates would be
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relatively straightforward. But providing information about harms (or risks) would
require greater emphasis on examining in primary studies the harms (or risks) asso-
ciated with interventions (GRADE Working Group 2004). Providing information
about the costs of interventions, not just the benefits, would require additional efforts
to identify such costs as well as a broader consideration of economic issues in sys-
tematic reviews, a topic being examined by the Campbell and Cochrane Economics
Methods Group (C&CEMG 2005). Moreover, describing any differential effects by
subgroup would need to be approached with caution, given prevailing concerns about
subgroup analyses (Oxman and Guyatt 1992).

Providing information about the contextual factors that may affect a review’s
local applicability is perhaps even more important and challenging. Commonalities
in human biology mean that a prescription drug will often work the same way in
different populations. Differences in health systems mean that an intervention that
works in one organization or jurisdiction may not work the same way in another, and
systematic reviews may not contain studies that were conducted in a healthcare man-
ager’s organization or a policy maker’s jurisdiction. One approach to helping managers
and policy makers decide whether to give serious consideration to a systematic review
is to highlight features of the intervention and the contexts in which it was employed
that would influence assessments of the review’s local applicability. Such features may
include the relative importance of the health problem, relevance of outcome measures,
practicality of the intervention, appropriateness of the intervention and its cost-effec-
tiveness (Gruen et al. 2005).

A second approach to assisting managers and policy makers with assessments of
the local applicability of a systematic review is to equip them with a tool to conduct
such assessments (Lavis et al. 2004). The one existing tool includes four questions: (1)
Could it work, or are there important differences in the structural elements of health
systems that mean an intervention could not work in the same way as in the jurisdic-
tions where the research was done? (2) Will it work, or are there important differ-
ences in the perspectives and influence of those health system stakeholders who have
the political resources to influence decisions that mean an intervention will not be
accepted or taken up in the same way, and does the health system face other challenges
that substantially alter the potential benefits and harms (or risks) of the intervention?
(3) What would it take to make it work, or can power dynamics and on-the-ground
realities and constraints be changed in the short to medium term, and what are the
prospects for making this happen? (4) Is it worth it or is the balance of benefits and
harms (or risks) classifiable as net benefits, trade-offs, uncertain trade-offs or no net
benefits, and are the incremental health benefits from incorporating the intervention
among the mix of interventions provided worth the incremental costs?

Developing user-friendly “front ends” for reviews that allow rapid scanning for
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relevance and then graded entry constitute a third and very different type of adapta-
tion process. One example of such a format is one page of take-home messages, a
three-page executive summary that summarizes the full report, and a 25-page report,
as well as a longer technical report, if necessary (Canadian Health Services Research
Foundation 2001). Interviews with healthcare managers and policy makers suggest
that presenting systematic reviews using something like a 1:3:25 format is preferred
over current approaches. However, an analysis of websites suggests that reports using
a graded-entry format are rare (Lavis et al. 2005). Presumably, either the one- or
three-page summary should follow a structured format. Structured abstracts are an
innovation developed by those conducting clinical research (Haynes et al. 1990).

Improving Retrieval Mechanisms for Systematic Reviews

Even if the global stock and future flow of systematic reviews were modified in ways
that enhance their relevance and usefulness to healthcare managers and policy makers,
substantial efforts would still be needed to improve retrieval mechanisms. For system-
atic reviews to be helpful, managers and policy makers need to be able to access them
when they need them. Three retrieval mechanisms are commonly used: (1) searching
the Cochrane Library, (2) using the systematic review option in a PubMed clinical
query (National Center for Biotechnology Information 2005) and (3) copying and
pasting the best available search strategies (bmj.com 2005; Montori et al. 2004) into a
PubMed query. These mechanisms have not yet been tested for systematic reviews of
health services and policy research, for systematic reviews that address questions other
than “What works?” or for databases other than Medline.

More importantly for healthcare managers and policy makers, the user-friendly
“front ends” of systematic reviews could be made available through an online database
that could be searched using keywords that make sense to managers and policy mak-
ers and that is linked to the full reviews when they are available through other qual-
ity-appraised sources, such as the Cochrane Library. The Health Evidence Network
(WHO Regional Office for Europe 2005) provides a database targeted at healthcare
policy makers; however, the evidence summaries are not always based on systematic
reviews.

Towards Shared Ground and Further Debate

There is a great deal of shared ground in the perspectives of those advocating for an
increased focus on systematic reviews as a way to provide research-based responses
to important questions about health systems. For example, there is widespread agree-
ment that the reviews should collectively (not necessarily individually) address a
variety of questions relevant to healthcare managers and policy makers (including
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“What works?”). It is also generally agreed that methods should be systematic, trans-
parent and appropriate to the question(s) asked; that new methods should be subject
to evaluation (e.g,, allowing the question to change once the review has been started,
selecting a purposive sample of studies rather than all eligible studies and using differ-
ent approaches to synthesizing eligible studies); and that the resulting products should
be adapted to the needs of managers and policy makers (Sheldon 2005).

However, there are also some important differences of opinion (Lomas 2005).
Some would argue that the Cochrane Collaboration’s highly specified and routinized
methodologies are appropriate to questions of “what works” for healthcare interven-
tions such as drugs and procedures, but are likely to work less well and provide fewer
useful insights when used to tackle a broader range of questions concerning com-
plex organizational and policy interventions. But there are many areas of cross-over
between these two research domains. For example, many social scientists also ask
questions about “what works” — witness the Campbell Collaboration, which is focused
on social, behavioural and educational interventions (rather than healthcare interven-
tions) and the many social scientists working within the Cochrane Collaboration
itself. In clinical research, too, there is a long tradition of examining mediating and
moderating variables (including context). We would argue that the important point
is that those who want to see healthcare managers and policy makers make better use
of research in their decision-making should aim to learn from the considerable experi-
ence and accumulated expertise of the Cochrane Collaboration, while recognizing that
its methods and approaches may need to be adapted and revised. These and other dif-
ferences in perspective should be subject to further debate.

We summarize in Table 1 some dimensions of that debate where we believe that
legitimate and important differing perspectives exist. In some cases we might expect a
greater consensus to emerge, as experience of conducting systematic reviews on health
system interventions accumulates; in other areas, the tensions will resolve differently
contingent on the managerial or policy questions being asked. Health services and
policy researchers could learn the hard way how best to conduct systematic reviews
and not benefit from the experience of those who have grappled with similar chal-
lenges in other methodological and disciplinary domains, but few of us would argue
that such an approach would be either sensible or a justifiable use of scarce research
resources. Participants in the Cochrane Collaboration are likely to welcome and ben-
efit themselves from the opportunity to tackle the challenges unique to producing and
regularly updating systematic reviews for healthcare managers and policy makers.

Implications for Researchers and Research Funders

As the health services and policy research community begins to pay serious atten-
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TABLE 1. Some differing perspectives about producing and adapting
a systematic review

ISSUE PERSPECTIVES

Developing a partnership Should we engage with managers and policy makers at the
for producing and adapting start and end of the review process to set the question and
a systematic review interpret the findings, but let the methodological expertise

of the researchers lead the intervening process; or, should
we aim for a more iterative and continuing engagement
throughout the review?

Framing the question for a Should we address a focused question where we can do

systematic review a good review, but risk its not speaking to many of the
issues that managers and policy makers want it to tackle;
or, should we tackle a broad question that is highly relevant
but involves considerable methodological challenges?

Conducting a systematic Should we aim for a review process that is highly speci-

review fied, routinized, methodologically sound and transparent,
but which might be difficult to adapt to a broad question
and heterogeneous literatures; or, should we have a more
flexible and adaptable review process that can be tailored
to fit the question, but risk being less robust, demonstrably
rigorous and transparent?

Adapting a systematic review Should we develop a review process that contributes to a
global stock of systematic reviews on which all managers
and policy makers can draw and that highlights informa-
tion that can inform assessments of local applicability and
develop (or leave to others to develop) a separate local
adaptation process; or, should we combine production and
local adaptation processes by incorporating both research
evidence and information about managers’ and policy mak-
ers’ experiences and assessments of their local context?

tion to systematic reviews, now is the time for researchers who are interested in the

methodology of systematic reviews or knowledge transfer and exchange to address a

number of key issues in the production and adaptation of systematic reviews:

+ evaluating alternative approaches to involving healthcare managers and policy
makers in the systematic review process;

+ evaluating alternative approaches to addressing the different types of questions
asked by healthcare managers and policy makers, with a particular focus on such
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issues as the trade-offs involved in allowing the question to change as the system-
atic review progresses, drawing a purposive sample of studies for inclusion rather
than reviewing all eligible studies and using different approaches for synthesizing
research findings;

+ evaluating alternative approaches to providing information about the contextual
factors that may affect a review’s local applicability;

+ evaluating alternative approaches to developing user-friendly “front ends” for
reviews, with a particular focus on the optimal structured format for these “front
ends”; and

+ evaluating alternative approaches for retrieving systematic reviews of health serv-
ices and policy research and systematic reviews for questions other than“What
works?”

Much of this research could be conducted in conjunction with the Cochrane
Collaboration. In pursuing this research agenda, care will need to be taken to identify
both similarities and differences between healthcare managers and policy makers. For
the purposes of this paper, we have considered them together; however, sometimes
their differences may warrant a differentiated approach.

Health services and policy researchers who are interested in conducting and
adapting systematic reviews for healthcare managers and policy makers can proceed
with a number of key activities:

+ involving healthcare managers and policy makers in the systematic review;

+  working with Cochrane’s EPOC Review Group to increase the scale of its efforts
devoted to systematic reviews of the effects of governance, financial and delivery
arrangements;

+ working with Cochrane’s EPOC Review Group to expand the scope of their
efforts devoted to systematic reviews of the effects of interventions to bring about
change in health systems (i.e., include change-management strategies at the level
of organizations, not just interventions targeted at health professionals);

+  providing decision-relevant information in systematic reviews, with a particular
focus on information about the harms (or risks) and costs of interventions (not
just the benefits), the uncertainty associated with estimates and any differential
effects by subgroup;

+  developing something akin to the Cochrane Collaboration for questions other
than “What works?”; and

+  providing information about the contextual factors that may affect a review’s local

applicability.

Research funders could support the activities of researchers who are evaluating
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new methodological developments and health services and policy researchers who are
conducting and adapting systematic reviews. The latter may require substantial invest-
ments in regularly undertaking priority-setting processes to identify emerging ques-
tions that could be addressed with systematic reviews (Lomas et al. 2003), the com-
missioning of “scoping” reviews to identify what types of full systematic reviews are
warranted to address priority questions, and the training of health services and policy
researchers to conduct and adapt systematic reviews. A single research funder, or a
consortium of research funders, could also play a role in improving the retrievability
of health services and policy research (randomized, controlled trials did not become
easy to identify in Medline by chance alone) and in making available the user-friendly
“front ends” of systematic reviews through an online database. For research funders
who take seriously their role to make research more useful to healthcare managers and
policy makers, systematic reviews offer tremendous opportunities.
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Abstract

This paper presents a novel conceptualization of policy making as social drama. The
selection and presentation of evidence for policy making, including the choice of
which questions to ask, which evidence to compile in a synthesis and which synthe-
ses to bring to the policy making table, should be considered as moves in a rhetorical
argumentation game and not as the harvesting of objective facts to be fed into a logical
decision-making sequence. Viewing policy making as argument does not mean it is
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beyond rationality — merely that we must redefine rationality to include not only logi-
cal inference and probabilistic reasoning, but also the consideration of plausibility by a
reasonable audience. We need better evidence, but we also urgently need better aware-
ness by policy makers of the language games on which their work depends.

Résumé

Cet article présente une nouvelle conceptualisation de Iélaboration de politiques en
tant que drame social. La sélection et la présentation des preuves servant de base

a [élaboration de politiques, y compris le choix des questions 4 poser, des données

a compiler dans une synthése et des synthéses 2 amener 2 la table d¢élaboration de
politiques devraient étre considérées comme faisant partie d'un jeu d'arguments rhé-
toriques et non comme une collecte de faits objectifs qui iront alimenter un processus
logique de prise de décisions. Le fait denvisager [élaboration de politiques comme

un argument ne signifie pas quelle est dénuée de rationalité, mais simplement que
nous devons redéfinir la rationalité pour y inclure non seulement l'inférence logique
et le raisonnement probabiliste, mais également la plausibilité aux yeux d'un auditoire
raisonnable. Nous avons besoin de meilleures preuves, mais il existe aussi un besoin
urgent de sensibiliser les décideurs aux jeux de langue dont dépend leur travail.

HE CocHRANE COLLABORATION WAS BUILT ON A MYTH — THAT THE

judgments required for evidence synthesis are fundamentally technical ones,

achieved through the skilled application of tools of the trade such as pro-
tocols, data extraction sheets, methodological checklists and evidence hierarchies.
Quality in Cochrane reviews is assured by the robustness of the protocol, the exhaus-
tiveness of the data extraction and the ruthlessness with which “methodologically infe-
rior” studies were rejected.

In the evaluation of simple clinical interventions (such as drug therapies), this
myth approximates reality so closely that it is entirely appropriate to operate as if the
world were actually thus. But the world of policy making is not one of transferable
and enduring scientific truths, nor is it exclusively (or even predominantly) concerned
with “what works,” and the systematic review movement must adapt accordingly
(Lomas 2005; Lavis et al. 2005a). In this paper, we argue that the first step in this
process is to change the way we conceptualize the policy making process.

Policy making — which might be defined as the authoritative exposition of values
— is about defining and pursuing the right course of action in a particular context, at
a particular time, for a particular group of people and with a particular allocation of
resources. Policy making is about making and implementing collective ethical judg-
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ments. Most of us are painfully aware that “evidence,” as the evidence-based medicine
movement would define it, fits obliquely and sometimes very marginally into this
process. But if evidence is marginal, what is central?

Sociologist Judith Green (2000) undertook a detailed ethnographic study of the
work of multi-professional Accident Alliances in the United Kingdom. Her fieldwork
demonstrated that in establishing credibility for a proposed course of action in acci-
dent prevention policy, advocates drew judiciously (and often very eloquently) upon a
variety of sources, including professional expertise, local knowledge, appeals to com-
mon sense and personal experience. Research evidence on “what works” was rarely cru-
cial to the case. For example, while randomized trial evidence unequivocally supports
the efficacy and cost-effectiveness of hip protectors worn by frail elderly people in the
prevention of fall-related injury, the policy making decision turned on the argument
that “padded knickers” were seen as unpopular and even comical by patients and staff
in nursing homes.

This example — in which a randomized trial reported in the language of risk pre-
vention (“hip protectors”) was displaced from its perch atop the evidence hierarchy by
a rhetorical trope (“padded knickers”) designed to draw the audience’s attention away
from issues of risk and towards those of individual dignity and self-determination —
vividly illustrates that the "evidence” for policy making is not sitting in journals ready
to be harvested by assiduous systematic reviewers. Rather, it is dynamically created
through the human interaction around the policy making table — and, probably more
significantly, the lobbying, campaigning and interpersonal influencing going on in the
back rooms and corridors leading up to official policy making meetings.

Before we set any rules about what sort of systematic review policy makers need,
we must understand in more detail what policy making is. Policy making is not a
series of decision nodes into which evidence, however robust, can be “fed,” but the
messy unfolding of collective action, achieved mostly through dialogue, argument,
influence and conflict and retrospectively made sense of through the telling of stories
(formally in the minutes of meetings and informally in personal accounts of who said
what and how, and how people reacted) (Birch 1997; Czarniawska 2004; Fischer and
Forester 1993; Majone 1989; Stone 1997; Young et al. 2002).

We propose that the selection, compilation, presentation, negotiation, contesta-
tion and reframing of evidence as part of the “stuff happening” of policy making can
usefully be construed as social drama — that is, as a real, enacted story in which all
concerned, whether they want to or not, become actors (Turner 1980). Furthermore,
the policy making stage is a slippery one, fraught with ambiguity, unpredictability
and multiple interpretations. Playing one’s part in it can be a frustrating experience
— one that lobbyists and the media understand far better than the humble systematic
reviewer.,

On this stage, the protocols, checklists and hierarchies that are set so securely in
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stone in the Cochrane Handbook can crumble to dust or be distorted at will by the
skilled or passionate orator. In social drama, personal testimony (“anecdotal evidence”)
is a uniquely authentic and powerful force. In a recent high-profile litigation in the
United States against Dow Chemical, falsely blamed for a link between silicon breast
implants and connective tissue disorders, one witness successfully refuted a library of
epidemiological evidence by pointing to her own evident rheumatological disorder and
proclaiming “T am the evidence” (Angell 1996).

The concept of evidence as rhetorically constructed on the social stage so as to
achieve particular ends for particular people raises an important question (to which
we have for too long assumed the answer to be “yes”): to what extent should policy
making be driven by evidence? (Sanderson 2003). The very expression “evidence-based
policy making” suggests that there are technical solutions to what are essentially politi-
cal problems — an assumption that, some have argued, devalues democratic debate
and plays down the ethical, moral and political ambiguities and dilemmas inherent
in the lived reality of planning, implementing and evaluating in social-political life
(Hammersley 2001; Schwandt 1997, 2000).

The normative goals of evidence-based practice (finding out what works and then
implementing it) are closely aligned with those of the new public management (defin-
ing explicit performance outputs and promoting efficiency and cost-effectiveness)
(Webb 2001; Hammersley, 2001). Critics of this approach argue that what matters
is not merely “what works” but what is appropriate in the circumstances and what is
agreed to be the overall desirable goal (Sanderson 2003; Dobrow et al. 2004).

Here's a provocative question: is the “methodological fetishism” of which the
Cochrane Collaboration has been accused an extreme example of the politicization of
science by the new managerialists? MacLure (2005) has argued that systematic review

assumes that evidence can be extracted intact from the texts in which it is
embedded, and “synthesised” in a form that is impervious to ambiguities of
context, readers’ interpretations of writers arguments (i.e. bias). Most sig-
nificantly of all, systematic review systematically degrades the central acts of
reviewing: namely, reading and writing, and the unreliable intellectual acts that
these support, such as interpretation, argument, and analysis. By replacing
reading and writing with an alternate lexicon of scanning, screening, mapping,
data extraction, and synthesis, systematic review tries to transform reading
and writing into accountable acts. It tries to force their clandestine opera-
tions — the bits that happen inside people’s heads — or in the incorporeal gaps
between decoding and comprehension, thought and expression — up into
plain view, where they can be observed, quality-controlled and stripped of
interpretation or rhetoric.
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Perhaps, then, clarity, transparency, explicitness, reproducibility and other virtues
held dear by the Cochrane community have more to do with the discourse of account-
ability than with the essential quality of the judgments they are assumed to underpin.
Deborah Stone (1997) believes that much of the policy process involves debates about
values masquerading as debates about facts and data: “The essence of policy making in
political communities [is] the struggle over ideas. Ideas are at the centre of all political
conflict. ... Each idea is an argument, or more accurately, a collection of arguments in
favour of different ways of seeing the world.”

Stone’s work, and other critiques of the evidence-into-policy model, shift the chal-
lenge of “synthesizing evidence for policy making” from a scientific-rationalist frame
(ensuring that “objective” evidence is available in an easily assimilable format and in
a timely manner to policy makers) to a rhetorical-interpretive frame (acknowledg-
ing that all evidence is, and must remain, value-laden and will be rhetorically and
judiciously brought to bear in the contact sport of policy development) (Fischer and
Forester 1993; Majone 1989; Stone 1997). In this latter perspective, there is no “view
from nowhere,” so systematic reviewers might as well give up looking for it:

As politicians know only too well but social scientists too often forget, pub-
lic policy is made of language. Whether in written or oral form, argument is
central in all stages of the policy process. ... Argumentation is the key proc-
ess through which citizens and policymakers arrive at moral judgments and
policy choices. ... Each participant [in policy debates] is encouraged to adjust
his view of reality, and even to change his values, as a result of the process of
reciprocal persuasion. (Majone 1989)

Whereas the technical model of policy making (“evidence into practice”) sees
group decision-making as a sequence of logical moves to weigh evidence and reach a
single, “rational” course of action, the argumentation model proposes (a) that someone
presenting evidence to others tailors the presentation to what he or she believes the
audience will find persuasive and (b) that what we will accept as evidence depends
on what we have already agreed (what has been established or accepted among the
team so far) and what we consider to be an acceptable link between the two states
(Crawshay-Williams 1957; Toulmin 1958; Perelman and Olbrechts-Tyteca 1971; van
Eemeren et al. 1996).

The roots of argumentation theory lie in Aristotle’s philosophical treatises on ana-
lytic (logical argument using premises based on certain knowledge), dialectic (debating
moves to argue for and against a standpoint) and rhetoric (influencing by reference
to laws, documents, etc. or by appeal to emotions, authority or previously acceded
premises). Most modern-day scientists (including those in the evidence-based medi-
cine movement) hold that “rationality” is restricted to analytic argument. But for the
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ancient Greeks, all three dimensions of argumentation were seen as rational, and a
respectable scholar was expected to achieve competence in all of them. As the “padded
knickers” example illustrates, it is neither “unscientific” nor “biased” to employ rhetori-
cal techniques to get an audience to frame a problem in a new light.

In analytic logic, ‘evidence” might be thought of as that which is provably true (as
in, “Socrates is a man; all men are mortals; therefore, Socrates is mortal”) or probably
true (in the sense of Bayesian notions such as odds ratios, effect estimates and confi-
dence intervals). But in rhetorical argument, the bounds of rationality extend to what
is plausibly true — that is, evidence” is whatever will convince a reasonable audience.

In their polemical work,
The New Rbhetoric, Perelman
and Olbrechts-Tyteca
(1971: 45) showed that rhe-

torical argumentation tech-

... “Socrates is a man; all men are

. ”
mortals; therefore, Socrates is mortal niques persuade by increas-

.+. the bounds of rationality extend to ing the “intensity of adher-
what is plausibly true — that is, “evidence” ence among those who hear
is whatever will convince a reasonable it in such a way as to set in
audience. motion the intended action.”

There are, of course, implicit
agreements within particu-
lar audiences, expressed by
their shared language (e.g.,
jargon, professional practices) and the initiation required to join such a group. There
are also “preferable premises” — that is, values, value hierarchies and loci (preferences of
one abstraction over another, which are the basis of value hierarchies). All these form
what are known as the audience’s points of departure.
Taking account of points of departure, the arguer uses rhetorical schemes, such
as association or dissociation. Association brings together through metaphor or anal-
ogy elements that were seen as separate (“we value the input of independent experts;
X is an independent expert”). Dissociation does the opposite; it separates elements
previously assumed to be part of a whole (as in “that ‘peer reviewed journal was actu-
ally published by the pharmaceutical industry”). Argumentation can be viewed as
a performance of “regulated disputation” held according to agreed rules of engage-
ment. Fallacies (that is, things an audience rejects in an argument) are seen as the
non-adherence to these agreed rules (van Eemeren et al. 1996). Any argument can be
systematically deconstructed to expose the use of rhetorical devices such as association
and dissociation, and to expose the (unwritten) rules that the audience uses to accept
(as rational) or reject (as fallacious) the conclusions and recommendations made by

different players.
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Applying these concepts to policy making, Schon and Rein (1990) have suggested
that difficult policy making tasks should be faced by acknowledging that controversy
is inherent in such work. The way to deal with this inherent and irreducible messiness
is not to produce more rigorous, more relevant, less ambiguous, more timely or more
appealingly presented evidence but for policy makers to develop a better awareness of
their own behaviour as players in the argumentation game.

Reflection on the
underlying differences that

lead to frustrations and
conflicts — differences of

... difficult policy making tasks should be

backgrounds, values, norms
faced by acknowledging that controversy & !

and on what constitutes

is inherent in such work. The way to evidence (the points of
deal with this inherent and irreducible departure) and therefore
messiness is to develop a better awareness what follows as acceptable
of their own behaviour as players in the conclusions or actions (rules
argumentation game. of engagement) — is a criti-

cal step for managers and
policy makers in moving

towards a new rationality of policy making (that is, one in which a linear link between
evidence and policy is explicitly rejected, and in which the skills of argumentation are
acknowledged, promoted and reflected upon rather than dismissed as underhand,
biased or “anecdotal”).

Jeremy Grimshaw, who heads the Cochrane Collaboration’s Effective Practice and
Organization of Care Group, has recently lamented that despite 30 years' research,
we still lack a generalizable evidence base to inform management and policy making
(Grimshaw et al. 2004), but his proposed solution — that we should do more of the
same research, only bigger and better — is naive. There never will be a“generalizable evi-
dence base” on which managers and policy makers will be able to draw unambiguously
and to universal agreement, and however hard we strive for methodological rigour in
systematic review, there never can be a policy that is unambiguously “evidence-based.”

Where does this leave us? The “new systematic review methodology” — prag-
matic, pluralistic, context-sensitive and cutting its cloth according to local resources,
needs, contexts and timescales — is an important epistemological breakthrough.
Disseminating its principles, and raising awareness of the growing range of tools and
techniques available to the methodologically discerning reviewer (Dixon-Woods et al.
2005; Lavis et al. 2005b; Pawson et al. 2005; Greenhalgh et al. 2005; Lomas 2005), is
a high priority. But equally important is the task of disabusing the healthcare commu-
nity of the misconception that policy making is, or ever could be, “evidence-based” in
the way this term is conventionally construed.
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A more fruitful, and certainly more original, use of research funding would be to
promote and evaluate the training of policy making teams in the art of rhetoric, and
particularly in what Schon (1990) has called “frame reflective awareness,” designed to
ensure that the players in the policy making drama acknowledge and take account of
their respective points of departure. Making explicit the values and premises on which
each side has built its case will not only highlight “evidence gaps” more systematically
but will also generate light rather than heat at the policy making table.
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Abstract

Research synthesis has an important role supporting the transfer of knowledge
between researchers and healthcare decision-makers. But if our goal is to make
knowledge more useable and context specific, then extending the scope of systematic

reviews or producing syntheses with policy makers and managers may be insufficient.

Dialogues, partnerships and reinterpretations of evidence in context will help us
achieve this goal.
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Résumé

La synthése de recherche a un important réle de soutien 4 jouer dans le transfert des
connaissances entre les chercheurs et les décideurs du domaine des soins de santé.
Toutefois, si nous voulons rendre les connaissances plus utilisables et plus spécifiques
au contexte, |élargissement de la portée des examens systématiques ou la production
de synthéses en collaboration avec les décideurs et les gestionnaires peuvent ne pas
suffire. Les dialogues, les partenariats et la réinterprétation des preuves en contexte
nous aideront i atteindre ce but.

oMAS (2005) AND LAVIS ET AL. (2005) PROVIDE A TIMELY CONTRIBUTION TO

debates about how to make research evidence available and useful to healthcare

managers and policy makers. Both papers argue that the relatively well-devel-
oped methods for systematic reviewing — used, for example, within the Cochrane
Collaboration — do not address the “broader contextual factors of the managers and
policy makers’ world” (Lomas 2005: 59). Lavis et al. suggest that managers and policy
makers ask more complex questions that go beyond “What works?” (i.e., questions of
effectiveness) and include questions about relationships, mechanisms and meaning,
Lavis et al. call for a better repository of knowledge, in essence adapting and extend-
ing the Cochrane Library’s systematic reviews, to make it more suited to the needs of
policy makers and managers. Lomas adds a further twist to this argument by suggest-
ing that the synthesis of research knowledge for policy makers and managers requires
different kinds of input (notably, from interpretive social science) and a closer partnet-
ship between researchers and managers/policy makers.

So, What's Wrong with Systematic Reviews?

Before we rush into a program of synthesis, it is worth pointing out that many syn-
thesis methods are emerging — the techniques (how to do it) and definitions (what

it is) are being developed (Mays et al. 2005; Dixon-Woods et al. 2005). Lomas dif-
ferentiates summative and interpretive approaches to synthesis. He argues that sum-
mative approaches centre on questions of effectiveness, while interpretive approaches
are more closely allied to the needs of policy makers and managers. Unfortunately, this
implies that policy makers and managers do not need summative accounts. We would
suggest that effectiveness reviews may be a necessary, but not sufficient, aid to policy
makers and management (they still need to know “what works”). Moreover, there are
examples of Cochrane-style systematic reviews aimed at exactly the broad, complex
policy-type questions that both Lomas and Lavis et al. identify (Garcia et al. 2002;
Harden et al. 2004). There is a danger, in overstating the distinction between summa-
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tive and interpretive approaches, that we ignore the usefulness of particular types of
review (i.e., systematic reviews of effectiveness) and the presence of interpretive work
within existing systematic reviews.

For us a more impor-

tant distinction, inspired
by the pioneering work of
Jack Dowie (2001, 2002),

At present, policy makers and managers
P P Y g is the difference between

are accused of failing to utilize research
evidence. This charge gives rise to an
impression that they exist in an evidence- those providing decision
free vacuum. support. Lavis et al. focus

on the problem of providing

reviews or syntheses provid‘

ing knowledge support and

knowledge support. They
argue that methods used by the Cochrane Collaboration need to be extended to make
reviews more generalizable in order to answer the kinds of questions that policy mak-
ers and managers ask. We would further argue that a range of types of review and
interpretive and summative syntheses (such as narrative synthesis, meta-ethnography
and cross-case analysis, described in Mays et al. 2005) have the potential to provide
the kinds of knowledge support that Lavis et al. recommend.

The decision-support approach is distinct from knowledge support because it
seeks to go beyond research synthesis and to take on some of the tasks entailed in the
decision-making process, for example, incorporating weightings that represent values
or judgments. Summative and interpretive approaches might have a place early in this
process, as in a literature review of qualitative and quantitative studies to make the
inferences that inform a Bayesian analysis. In an example of this approach, findings
from qualitative research about parents' reasons for having their children immunized
(or not) were used to inform a statistical analysis of the factors that influenced this
behaviour (Roberts et al. 2002). For policy makers and managers, this approach pro-
vided a more comprehensive picture of the potentially important factors than would
have been available if only effectiveness data had been included.

Partnerships

Both Lomas (2005) and Lavis et al. (2005) make compelling arguments for moving
away from researcher-driven knowledge translation towards co-production of knowl-
edge and a partnership between managers/policy makers and researchers. At present,
policy makers and managers are accused of failing to utilize research evidence. This
charge gives rise to an impression that they exist in an evidence-free vacuum. Cleatly,
managers and policy makers do use evidence. What they don't do so often is use the
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particularized kinds of evidence that some researchers recognize (e.g., systematic
reviews). As Burns points out (2005: 53), these decision-makers have little tradition
of using the library. But they utilize intelligence from a variety of sources, including
formal research evidence, albeit in an adapted form. One of the reasons for this is that
researchers often do not provide evidence that is timely and accessible to policy mak-
ers and managers (Popay in press).

Some of the current
difficulties in getting knowl-

edge into policy and man-

At the heart of Lomas’s paper is a plea agement practice relate to

for closer relationships between policy
making and management ... We need to
think about making the dialogue between
researchers and policy makers/managers

presentation. At a very basic
level, there is a strong case
for “jargon-busting” — avoid-
ing discipline- or profession-
specific terminology and
work ... acronyms, and encouraging

the use of “plain English”

or French (e.g, the Plain
English Campaign) to get our messages across. Lavis et al. champion the 1:3:25 report
format pioneered by the Canadian Health Services Research Foundation (CHSRE).
This format has proved useful, but there is a danger in becoming over-prescriptive and
assuming that standardized formats are a quick fix for knowledge translation. At the
heart of Lomas’s paper is a plea for closer relationships between policy making and
management. Reports in 1:3:25 format, or a larger Cochrane Library with policy-rele-
vant add-on reviews, will not deliver this. We need to think about making the dialogue
between researchers and policy makers/managers work (Elliott and Popay 2000).
Inevitably, this dialogue will consider making and re-making partnerships in local
contexts. One way might be the process adopted by the CHSRF Policy Synthesis
Program (CHSRF 2000) whereby researchers and policy makers/managers meet to
discuss the content and format of reviews and syntheses. These kinds of critical con-
versations help to establish what it is that both sides want from the partnership.

There are emerging methods for synthesis that can contribute to the dialogue

between research and policy making and management. Synthesis can promote knowl-
edge transfer, but it is not simply an advance on other kinds of literature reviewing;
rather, it is a key aspect of this broader activity. Some synthesis approaches allow the
inclusion of forms of evidence, such as qualitative research, which have previously
been considered too small-scale or too contextualized to inform policy making or
management. Others have the potential to become mixed-method approaches, ena-
bling the inclusion of evidence from qualitative and quantitative research and from
non-research sources.
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Decision support requires a different kind of engagement. It is likely that any syn-
thesis or review would require serious adaptation to meet the demands of decision-
makers. It may not be possible to use existing reviews or syntheses for this purpose. In
many ways, decision support requires an even closer partnership between research and
policy making or management.

Challenges

There are issues that neither Lomas (2005) nor Lavis et al. (2005) address about who
should engage in this business of knowledge translation. We need to recognize the dif-
ferent skills required for different approaches — summative or interpretive, knowledge
or decision support. The development of transparent, formalized methods for system-
atic reviewing has enabled researchers from a variety of backgrounds (clinical/non-
clinical, research/informatics) to undertake such reviews. Contemporary work devel-
oping methods for synthesis suggests that these approaches may require discipline- or
methodologically specific expertise (e.g., work on meta-ethnography has highlighted
the need for expertise in qualitative methods).

Decision support is quite different from reviewing or synthesis and, again, requires
appropriate skills. Engagement with decision-making processes is likely to require
input from a team, extending beyond a partnership between researchers and policy
makers/managers to include other types of decision-makers, stakeholders and experts.

The Way Ahead

At the heart of the debate about informing policy making and management in
healthcare is a paradox: the more we attempt to make knowledge useable and context
specific, the more difficult it becomes to draw on a repertoire of reviews or a stock of
knowledge. Both Lomas (2005) and Lavis et al. (2005) emphasize that, in the busi-
ness of policy making and management, context matters. What they are both arguing
for in their different ways — Lavis et al. with their extended version of the Cochrane
Collaboration and Lomas with his call for co-produced research synthesis — is for
knowledge that is relevant. Ultimately, there may well be a place for new forms of
research synthesis, as well as for systematic reviews, in informing management and
policy, but local partnerships, critical dialogues and reinterpretation in context will be
what make a difference in the world of healthcare management and policy making.

Correspondence may be directed to: Catherine Pope, Reader in Health Services Research, School
of Nursing & Midwifery, University of Southampton, Highfield, Southampton SO17 1B], United
Kingdom; tel.: +44 (0)2380 598293; fax: +44 (0)2380 598308; email: cjp@soton.ac.uk.
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A Decision-Maker’s Perspective
on Lavis and Lomas

Point de vue d'un décideur sur les articles
de Lavis et Lomas

by RICK ROGER, MHSA

Co-Director, Centre for Health Care Management,
University of British Columbia, Vancouver, BC

Abstract

Advancement in research synthesis, so well articulated and advocated by Lomas
(2005) and Lavis et al. (2005), is a necessary but not sufficient development for the
systematized use of research in managerial practice. Although significant progress

in the use of evidence-based approaches can be witnessed, enriching efforts need to
progress within both the management and research communities. Contextualized by
direct experience with harm reduction approaches to population health improvement,
this commentary offers propositions concerning the nature of the researcher/decision-
maker interchange, arguing for a pronounced strengthening of involvement and activ-
ity at all levels in the service delivery system.

Résumé

Les progrés réalisés dans la synthése des preuves, si bien articulés et présentés par
Lomas (2005) et Lavis et al. (2005), sont un développement nécessaire mais insuf-
fisant pour assurer une utilisation systématique de la recherche dans le travail des ges-
tionnaires. Bien quon observe des progrés significatifs dans l'utilisation des méthodes
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fondées sur les preuves, davantage defforts doivent étre déployés pour promouvoir
cette utilisation au sein des communautés de gestion et de recherche. Contextualisé
par une expérience directe dans les méthodes axées sur la réduction des préjudices en
ce qui a trait 2 l'amélioration de la santé de la population, ce commentaire offre des
propositions concernant la nature de Iéchange entre chercheurs et décideurs et pré-
conise un accroissement prononcé de la participation et des initiatives a tous les paliers
du systéme de prestation de services.

CONFERENCE ENTITLED “"PRACTICAL STRATEGIES FOR CROSS SECTORAL

Allocation of Resources to Improve Heath,” organized by the Milbank

Memorial Fund with a supporting grant from the Robert Wood Johnson
Foundation, was held June 14-16, 2000, in New York City. Work of the Vancouver/
Richmond Health Board in support of socially marginalized residents attracted atten-
tion, and I was invited as regional CEO to participate on a panel discussing hous-
ing as a health status determinant. The conference, attended by 22 academic and
healthcare policy makers from the United States, Canada, the United Kingdom and
New Zealand, was dedicated to the well-established but still debated contention that
investments in the health sector alone may not be sufficient to improve population
health (Robert Wood Johnson Foundation 2002).

Armed with documentation on the Health Board’s rationale and decision-mak-
ing process, I attempted to establish that a positive health impact had been achieved
through a multifaceted approach involving not only housing and the purchase and
regeneration of derelict hotels, but also policing, direct services provision, increased
support of funded community service organizations, a variety of partnership efforts
and funded (drug-using) consumer involvement. Somewhere buried in the Milbank
archives will be the report of the conference with a paraphrase of my remarks: “Several
things were attempted to improve population health in the downtown eastside of
Vancouver; something worked; Mr. Roger has no idea what.”

Suitably humbling, but also instructive, this account illustrates prevailing policy
development dynamics, contextualizing the managerial reaction to the deliberations
of Lomas (2005) and Lavis et al. (2005) in the first and current issues of Healthcare
Policy. Confronting the gap between the idealized use of research in policy develop-
ment and current realities, both authors recognize that healthcare managers and deci-
sion-makers do not function solely within the simple world of “What works?” The
policy making environment is more a function of “What combination of interventions
works where, for which sub-populations, in which environmental circumstances, in
which combinations, administered at what rate of intensity, over which period of time
and in what order?” Complexity of this nature defines the decision-making role in
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regional health services delivery where the relations between cause and effect are often
only retrospectively coherent.

Lomas and Lavis et al. lay
out both diagnostic journeys

— examining the methods
of research development

“Gaelic poetry for deaf seagulls,” the
construct engendered when the precision
of research design and expression
demanded by peer-reviewed research

and synthesis — and reme-
dial journeys contemplating
improvements that might be
“bootstrapped” from existing

conflicts with the functional applicability methodological approaches
and degree of generalizability expected and established relationships.
of the research ... In both instances, researcher

effectiveness is the focus, and

the remedial journey is pre-

sented from the perspective

of the research community.
Policy making and managerial contingents are considered rather more as destinations
for the research effort than as fellow travellers as knowledge is gained. We learn from
these papers that managers and host organizations will certainly function as entry
points, signposts and way-stops, but hardly as road engineers or route-masters. And
while there is nothing intrinsically wrong with this perspective — a little expertise can
be a dangerous thing in the wrong circumstances — the obligations of policy makers
are underplayed as part of the solution set that is advanced in both papers.

Colleagues in the forest industry and the biological sciences sector deploy a well-
travelled phrase to portray the interchanges at issue: “Gaelic poetry for deaf seagulls,’
the construct engendered when the precision of research design and expression
demanded by peer-reviewed research (and that sanctioned by the systematic review
process) conflicts with the functional applicability and degree of generalizability
expected of the research product (Larkin and Pallister 1976; Baskerville 1997). From
any health services management perspective, the movement towards “user-friendly”
and easily retrievable “poetry” so well described in these papers is of unquestionable
value. There is a parallel argument, however, that the “hearing” or reception ability of
the management community also needs attention. Deaf seagulls are not well posi-
tioned to inform the research agenda or to introduce research into practice.

Lavis and his co-authors (2005) record activities recommended for health services
and policy researchers interested in shaping the products of their efforts for healthcare
managers and policy makers. A counterpart list for managers might also be advanced,
including:
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+ cultivation of ongoing relationships with established and emerging researchers;

+  disciplined efforts to involve the research community as new initiatives are con-
templated, well in advance of the implementation stage and with follow-through
as implementation progresses;

+ joining the conversation in areas of interest, recalling the ultimate accountability
of researchers, policy makers and journalists to the person “serving coffee in the
doughnut shop” (Waddell et al. 2005);

+ opening organizations to scrutiny, accepting that occasional embarrassment can be
the source of inspiration and improvement;

+ encouraging developmental efforts inside organizations, learning how to under-
stand and appreciate research;

+ development of staff exchanges and secondments between and among research
organizations, delivery organizations and knowledge brokering organizations;

+ managing the opportunity to broker connections and knowledge exchange
between researchers in different areas of specialization;

+ involvement in those peer-review activities structured with a ‘decision-maker”
component contributing to research effectiveness, learning how researchers cri-
tique one another;

+ encouraging communities of practice within and without organizations, activating
opportunities for learning at organizational boundaries;

+ modelling the way for others in the use of research; sparking evidence, challenging
the status quo; and

+ following the lead of some of the best-regarded healthcare leaders, writing and
recording personal and organizational research and development efforts.

Hearing-assisted “seagulls” will help shape the research agenda towards the shared
goal of improved system performance.

What, then, are the lessons to be learned and applied from the Vancouver experi-
ence recounted earlier? Four working propositions help frame the thinking stimulated
by the comments of Lomas (2005) and Lavis et al. (2005):

+  Proposition 1: Migration or outright changes in the question(s) under review
should be expected in the context of the researcher—policy maker interchange.
Vancouver's downtown eastside initiative started as a response to escalating HIV
infection rates among intravenous drug users, but quickly progressed to a focus
on drug overdose deaths. Neither researchers nor managers had the luxury of “fix-
ing the question” as the Vancouver/Richmond Board responded to pressures for
encompassing approaches.

+  Proposition 2: The “what are the issues around doing Y” form of question articulat-
ed by Lomas (2005: 58) and expanded by Lavis et al. (2005) in the Cochrane con-
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text is of prime importance and should not be discounted as researchers address
issues of interest to managers. Externalities (anticipated or not) are consequential
in the public policy process. The Vancouver/Richmond Board, the Board’s pred-
ecessor organizations and its successors have all faced significant challenges in the
implementation of harm-reducing approaches to population health improvement.
+  Proposition 3: While intriguing and potentially useful in some respects, the macro-
level, integrated source of answers to questions contemplated in both papers is
unlikely to add much value to policy developers involved in the introduction and
management of significant changes in priorities or in delivery arrangements. The
need for program evolution does not manifest in discrete, individually measurable
steps. Partners involved in the Vancouver initiative could not stage policing meas-
ures in a different time

or location from the
housing or street service

The need for program evolution does measures. Systematic

not manifest in discrete, individually reviews would have

. ) roll
measurable steps. assisted in the roll-out
of components more

than in the shaping

of the overall agenda.
We had access to information on how best to respond to the AIDS epidemic;
we knew something of the merits of outpatient versus inpatient approaches to
the treatment of addicted populations; and we had research-informed perspec-
tives on the need for housing. Systematic approaches could have improved our
understanding, but no integrating synthesis would or could have been expected to
respond fully to the interlaced agenda and the accompanying needs for research
guidance.

+  Proposition 4: Researchers and policy makers have moved beyond denial as respec-
tive roles are contemplated. The next step is to learn together (perhaps the hard
way, as suggested) how best to conduct and disseminate the findings of systematic
reviews. In the research context, mistakes were made in Vancouver. Surrounded
by well-regarded researchers, Board members and staff did utilize local expertise,
but not with the degree of commitment needed for enduring partnership. More
could have been learned; rapid-response capacity emulating the “client-contractor”
situation set out by Lomas (2005: 60) could have been established; and the CEO
could have been more convincing in New York!

In the summer of 1987, the organizers of “Connections 88," a symposium dealing

with research and public policy on aging and health, asked for “views from the field”
concerning barriers to the use of research. Seeking input from executive-level officials
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through an interview and survey approach, 15 detailed responses were received from
British Columbia through Ontario. While knowing little of developing approaches to
‘theme analysis” taking shape in research literature at that time, I recorded a significant
degree of skepticism among the respondents; there was not much hope for the evolu-
tion of research-informed policy development (Roger 1989). Most decision-makers
would agree that the role of research in policy has steadily advanced over the inter-
vening decade and a half, with the development of capacity at all levels of the system.
Canada may indeed be “leading the charge in exploring new ways of doing synthesis
for healthcare managers and policy makers” (Lomas 2005: 56). Lavis and colleagues
(2005), while adopting a differentiated perspective, join Lomas in the sensible order-
ing of ideas needed for further advancement, enabling the effective deployment of
resources now in place. Full realization of potential gains will require constructive
efforts in both the research and decision-making communities.

Correspondence may be directed to: Rick Roger, email: rroger@shaw.ca.

REFERENCES

Baskerville, G.L. 1997.“Gaelic Poetry for Deaf Seagulls; Encore.” Forestry Chronicles 70: 562—564.
Larkin, P. and A E. Pallister. 1976.“Gaelic Poetry for Dead Seagulls: An Essay on Research
Funding.” Issues in Canadian Science Policy 2: 3—11.

Lavis, J., H. Davies, R. Gruen, K. Walshe and C. Farquhar. 2005."Working Within and Beyond
the Cochrane Collaboration to Make Systematic Reviews More Useful to Healthcare Managers
and Policy Makers.” Healthcare Policy 1(2): 21-33.

Lomas, J. 2005."Using Research to Inform Healthcare Managers’ and Policy Makers' Questions:
From Summative to Interpretive Synthesis.” Healthcare Policy 1(1): 55-71.

Robert Wood Johnson Foundation Grant Results Report. 2002. “National Spending on Health
Care May Be Too Narrowly Allocated.” Retrieved November 21, 2005. <http://www.rwijf.org/
portfolios/resources/grantsreport.jsp?filename=030887.htm&iaid=141>.

Roger, R. 1989. “Profession without Practice: An Administrator’s Perspective on Barriers
Restricting the Use of Research in Public Policy." In SJ. Lewis (ed.), Aging and Health: Linking
Research and Public Policy. Chelsea, MI: Lewis Publishers pp. 379-390.

Waddell, C., J. Lomas, J. Lavis, J. Abelson, C.A. Shepherd and T. Bird-Gayson. 2005. “Joining the
Conversation: Newspaper Journalists' Views on Working with Researchers.” Healthcare Policy 1(1):
123-139.

[54] HEALTHCARE POLICY VoL.1 No.2, 2006



‘ PERSPECTIVES ON EVIDENCE, SYNTHESIS AND DECISION-MAKING

Commentary: Whose Views
Count in Evidence Synthesis?

And When Do They Count?

De quelles opinions tient-on compte dans la syn-
theése des preuves? Et quand en tient-on compte?

by JONATHAN LOMAS

Chief Executive Officer
Canadian Health Services Research Foundation
Ottawa, ON

Abstract

Four recent pieces in Healthcare Policy reveal some disagreement on when and how to
involve decision-makers in the process of evidence synthesis. This commentary pro-
poses varying roles for researchers versus managers or policy makers at each of three
different stages of synthesis and at the actual point of decision. It also raises the issue
of how poorly current processes accommodate the broader conception of evidence
held by most managers and policy makers.

Résumé

Quatre récents articles publiés dans Politiques de santé révélent un certain désaccord
quant au moment et 2 la facon d'amener les décideurs a participer a la syntheése des
preuves. Au lieu de faire participer les gestionnaires ou les décideurs, ce commen-
taire propose de varier les roles joués par les chercheurs a trois différentes étapes de
la synthése et au moment de la décision elle-méme. Il souléve aussi la question de
l'incapacité des processus actuels de tenir compte de la conception plus vaste des
preuves quont la plupart des gestionnaires et décideurs.
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NCLUDING MY OWN ARTICLE IN THE LAST ISSUE, HEALTHCARE PoLICY HAS

now published four views on research synthesis for managers and policy makers.

As Lavis and colleagues (2005) point out, there is much upon which we agree.
For instance, there is no argument that the task, while demanding transparency and
bias reduction, is different from that of summarizing research for clinicians; or that
context is crucial in determining ultimate applicability; or that the questions are about
more than “what works.” However, the fun of sorting out the issue of synthesis for
managers and policy makers lies in debating the differences — in working through the
challenge of the best way to improve evidence-informed decision-making.

How much should researchers compromise in their conception of “evidence”’? And
how much should decision-makers compromise in theirs, when it comes to synthesiz-
ing evidence for decision-making?

On this score, there appears to be some disagreement among the four authors
published in Healthcare Policy, particularly about the relative roles for researchers
on the one hand and managers or policy makers on the other. In my earlier article
(Lomas 2005), I saw them as equal partners in a co-production role throughout the
process. Lavis and colleagues (2005) — and, for a knowledge rather than decision-sup-
port synthesis, Pope et al. (2005) — seem to see decision-makers as adjunct input to a
researcher-dominated exercise. Greenhalgh and Russell (2005) put policy makers in
the driver’s seat, opening an avenue for researchers’ input, while decision-makers con-
trol the traffic lights at all the major junctions.

We have probably all been guilty of too much shorthand on this. In all likelihood,
the relative roles of researchers and decision-makers (whether managers or policy
makers) should change with the stage of the process.

At the initial stage of summarizing the research — the systematic review stage or
knowledge support synthesis — the researcher plays the lead role with a lot of help
from the decision-maker in formulating (and potentially re-formulating) the question.
At the stage of extracting implications from the summarized research — defining the
key general messages — the researcher still takes the lead, but is aided by the decision-
maker. At the stage of creating recommendations for policy or management — advising
on action for a specific context — the decision-maker takes the lead, tempered by the
researcher’s caution around evidence. Finally, the manager or policy maker must actu-
ally make the decision — alone, but with help from whatever “dialogue, “argumenta-
tion” or other political processes are used.

An illustration of this approach at work is provided by a synthesis process that
was successfully concluded recently by a Quebec research collective using very simi-
lar relative roles as those described above through the different stages (Pineault et
al. 2005). This process recognizes that summing up the research evidence is more
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than a checklist exercise and requires interpretation, largely by researchers. But it also
recognizes that, coming from the other direction, there is interpretation by decision-
makers as they sum up the relevant ‘colloquial evidence” from their context (Lomas et
al. 2005). Evidence-informed decision-making is finding a way to synthesize the two
forms of evidence — “science” from the researchers and “colloquial knowledge” from the
decision-makers.

Researchers and decision-makers have to meet halfway for this task in what
Greenhalgh and Russell (2005) describe as “a new rationality of policy-making ... in
which the skills of argumentation are acknowledged, promoted and reflected upon
rather than dismissed as underhand, biased or anecdotal.” The compromise on what
counts as ‘evidence” for the synthesis cannot all be on the side of the decision-maker;
researchers’ evidence can inform but should not determine the decision. Perhaps the
way forward is to find a way for decision-makers’ evidence to be incorporated into sci-
ence — the “new rationality” — rather than our historical drive to fit science into deci-
sion-making.

Correspondence may be directed to: Jonathan Lomas, Chief Executive Officer, Canadian Health
Services Research Foundation, 1565 Carling Avenue, Suite 700, Ottawa, Ontario K17 8R1; tel.
613-728-2238; email: jonathan lomas@chstf.ca.
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‘ PERSPECTIVES ON EVIDENCE, SYNTHESIS AND DECISION-MAKING

Moving Forward on Both Systematic
Reviews and Deliberative Processes

Aller de 'avant avec les examens systématiques
et les processus de délibération

by JOHN N. LAVIS, MD, PHD

Member, Centre for Health Economics and Policy Analysis
Associate Professor, Department of Clinical Epidemiology and Biostatistics
Associate Member, Department of Political Science
McMaster University, Hamilton, Canada

Abstract

Systematic reviews are increasingly seen as helpful “knowledge support” for manag-
ers and policy makers, and deliberative processes are starting to be seen as promising,
locally contextualized “decision support.” Increases to the flow of systematic reviews
should be complemented by efforts to facilitate the retrieval, and adapt the presenta-
tion, of the available stock of systematic reviews. Research and other evidence should
be combined in transparent ways to facilitate cross-context learning. The challenge
for managers and policy makers in moving forward will be to avoid the confusion that
comes from the branding of both systematic reviews and deliberative processes.
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Résumé

De plus en plus, les examens systématiques sont considérés comme étant utiles au

« soutien des connaissances » pour les gestionnaires et les décideurs, et les processus
de délibération commencent a étre percus comme étant susceptibles de constituer
un « soutien aux décisions » localement contextualisé. Laugmentation du nombre
dexamens systématiques devrait étre complétée par des mesures visant 2 faciliter
lextraction et 4 adapter la présentation du stock actuel dexamens systématiques. La
recherche et les autres preuves devraient étre combinées de maniére transparente afin
de faciliter apprentissage transcontextuel. Le défi pour les gestionnaires et les déci-
deurs qui veulent aller de lavant sera déviter la confusion découlant de la définition
des examens systématiques et des processus de délibération.

ORE THAN TWO YEARS INTO AN INITIATIVE ADDRESSING HOW TO

enhance the usefulness of systematic reviews for healthcare managers and

policy makers, we've come a long way. Systematic reviews are increasingly
seen as helpful “knowledge support” for managers and policy makers (Pope et al.
2005). Deliberative processes, which provide opportunities for managers and policy
makers to grapple with the local implications of systematic reviews, as well as the
many other types of evidence on which they draw to inform their decision-making,
are starting to be seen as promising, locally contextualized “decision support” (Lomas
et al. 2005; Pope et al. 2005). I highlight here two potential lessons for managers and
policy makers that have come from my participation in this initiative.

Make Use of the Existing Stock of Reviews While Supporting

the Future Flow of Reviews

Managers and policy makers often work to timelines of days and weeks, not months
and years. Timing or timeliness is one of only two factors that emerged with some con-
sistency in a systematic review of the factors that increased the prospects for research
use by policy makers (Lavis et al. 2005b). Three processes could each partly address
the challenge of timing/timeliness: (1) facilitating the retrieval of systematic reviews
that address the full range of questions asked by managers and policy makers (Lavis
et al. 2005a); (2) adapting the presentation of systematic reviews so that they can

be more easily scanned for relevance, decision-relevant information, and factors that
would influence assessments of local applicability (Lavis et al. 2005a); and (3) engag-
ing managers, policy makers and others in helping to identify researchable aspects of
managerial and policy challenges that could be explored through systematic reviews
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over time frames of six months to three years (Lavis et al. 2005a; Pope et al. 2005).
Relying only on a flow of highly context-sensitive systematic reviews seems waste-
ful and risky. A systematic review can help managers and policy makers think differ-
ently about the challenges they face (i.e., it can support conceptual uses of research)
even if differences in the precise focus of studies or in the context in which they were
conducted mean that a review cannot help them directly solve a particular problem
(ie., it can’t always support instrumental uses of research). As well, there are hundreds
or thousands of managerial contexts in a jurisdiction as diverse as Canada. And time
frames of six months to three years can be a lifetime in politics. Elections, cabinet shuf-
fles, departmental reorganizations, interest group campaigns, opinion poll volatility
and unexpected events mean that priorities can change rapidly. Moreover, identifying
the need for a systematic review can be a way of “kicking the issue into the long grass”
(ie., it can be used to delay action, which has been called a symbolic use of research).

Look for Transparency in Approaches to Combining Research
and Other Types of Evidence

Managers and policy makers draw on research and many other types of evidence to
inform their decision-making (Lavis et al. 2004; Lomas et al. 2005). One general cat-
egory of approaches to facilitate this process is to solicit the other types of evidence by
engaging those locally involved in or affected by a decision (1) in the systematic review
process (e.g, setting the context, establishing the question or interpreting the results),
(2) in a research study that examines their views and experiences in parallel with the
review or (3) in a deliberative process that draws on the systematic review as one
input among many. Because interactions between researchers and policy makers con-
stitute the second of two factors that emerged with some consistency in a systematic
review of the factors that increased the prospects for research use by policy makers
(Lavis et al. 2005a), the first and third approaches could also increase the prospects
that the review would be used. All three approaches still allow for the production of
a systematic review that can be used as an input to decision-making by those who
work in different contexts from those locally engaged through one of the approaches.
Merging research and other types of evidence in less than transparent ways compli-
cates cross-context learning,

The second general category of approaches is to conduct a systematic review
of studies that examine the views and experiences of individuals, like those locally
involved in or affected by a decision, and to do so in parallel with or as part of a
review that addresses another question, such as which interventions are most effec-
tive or how and why a particular intervention works. Managers in one jurisdiction
may be just as interested in learning about the views and experiences of managers and
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patients in other jurisdictions who are struggling with similar challenges, such as the
lack of continuity in primary care, as they may be in learning about whether, how and
why particular interventions enhance continuity. Systematic reviews are increasingly
addressing just such a diverse array of questions (Lavis et al. 2005a). Perhaps we are
not moving from summative to interpretive synthesis (Lomas 2005); more likely we
are moving from summative synthesis to a combination of several summative and

interpretive syntheses (Pope et al. 2005).

Conclusion

While many interesting research questions remain to be asked about systematic
reviews and a great many about deliberative processes, some questions can best be
addressed by encouraging innovation and evaluating how well different approaches
work in different contexts. The challenge for managers and policy makers in moving
forward will be to avoid the confusion that comes from branding. For example, for
most researchers the terms “systematic review” and “research synthesis” are synony-
mous (Cooper and Hedges 1994). But increasingly, we see particular approaches to
systematic review being branded, and the combination of a systematic review and
other types of evidence being branded. The same holds true for deliberative processes.
Cut through the branding, however, and managers and policy makers may discover a
treasure trove of information and processes to support their decision-making.

Correspondence may be addressed to: John N. Lavis, McMaster University, HSC-2D3, 1200
Main St. West, Hamilton, ON, Canada L8N 3Z5; tel.: +1-905-525-9140 (ext. 22907); fax: +1-
905-529-5742; email: lavisj@mcmaster.ca; Web: www.researchtopolicy.ca.
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‘ DATA MATTERS ‘

Bariatric Surgery in Canada

La chirurgie bariatrique au Canada

Obesity rates for Canadian adults are much bigher today than in the past;
however, rates of bariatric surgery, a treatment for high-risk severely obese
individuals, have not risen in parallel.
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Canadian Institute for Health Information
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Canadian Institute for Health Information
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Manager, Health Services Research,
Canadian Institute for Health Information

Abstract

Obesity rates for Canadian adults are much higher today than in the past, raising
questions about how to achieve healthy weights and mitigate the associated health
risks. While not a solution at the population level, bariatric surgery may be a treat-
ment option for a relatively small proportion of obese individuals. In Canada, unlike
in the United States, no consistent trend was evident in the use of this surgery
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between 1996—97 and 2003-04 across the five provinces for which comparable data
were available. In 200304, bariatric surgeries were performed predominantly for
women (87%); the average length of stay in hospital was 5 days; and 1.4% of patients
were readmitted to hospital within 7 days of their discharge after surgery.

Résumé

Les taux dobésité chez les adultes canadiens sont beaucoup plus élevés aujourd’hui que
par le passé, ce qui suscite des questions sur les facons datteindre un poids santé et de
réduire les risques associés a lobésité. Bien que ce ne soit pas une solution qui convi-
ent A lensemble de la population, pour un faible pourcentage de personnes obéses, la
chirurgie bariatrique peut constituer un choix de traitement judicieux. Contrairement
aux Erats-Unis, on na décel¢, au Canada, aucune tendance soutenue quant au recours
A cette intervention entre 1996—1997 et 2003—2004 dans les cing provinces pour
lesquelles des données comparables étaient disponibles. En 2003-2004, la majorité des
chirurgies bariatriques ont été pratiquées sur des femmes (87 %); la durée moyenne du
séjour a I'hopital était de 5 jours et 1,4 % des patients ont dii étre hospitalisés & nou-
veau dans les sept jours suivant [obtention de leur congé de I'hépital.

S IN MANY COUNTRIES, THE PREVALENCE OF OBESITY AMONG CANADIAN
Aadults is much higher than it was 25 years ago (Colquitt et al. 2005).

According to the most recent Canadian Community Health Survey, neatly
one-quarter (23.1%) or 5.5 million Canadian adults were obese (defined by a body
mass index [BMI] of 30 kg/m?2 or more) in 2004 (Tjepkema 2005). Further, 2.7% of
respondents were morbidly obese (BMI of 40 kg/m?2 or more), with women twice as
likely as men (3.8% versus 1.6%, respectively) to be morbidly obese ( Tjepkema 2005).

Studies show that adults who are obese are more likely to have high blood pres-
sure, coronary heart disease, strokes, diabetes, gallbladder disease, some cancers and
musculo-skeletal disorders (Bellanger and Bray 2005). Emerging evidence also links
obesity to some psychological and social disorders (White et al. 2004). Obesity also
places a financial burden on the healthcare system, costing an estimated $1.6 billion
or 2.2% of total direct healthcare expenditures in Canada in 2001 (Katzmarzyk and
Janssen 2004).

A wide variety of options from an individual to a societal level have been pro-
posed to promote healthy weights (McGrail 2004). Potential therapeutic interventions
are diverse. Examples include approaches to promote dietary change, alterations in
physical activity and behaviour modification and drug therapy. For selected high-risk
individuals, bariatric surgery may also be a treatment option (Colquitt et al. 2005).
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Bariatric surgery is usually considered a last resort for morbidly obese individuals who
have attempted non-surgical approaches but who have not lost weight permanently
(Colquitt et al. 2005). Ontario guidelines, for example, indicate that surgery should

be restricted to people
with morbid obesity or
with a BMI of at least 35
kg/m? and serious co-mor-
bid conditions (Medical
Advisory Secretariat,

Obesity also places a financial burden on
the healthcare system, costing an estimated
$1.6 billion or 2.2% of total direct Ontario Mini

! ) ntario Ministry of
healthcare expenditures in Canada ... Health and Long-Term

Care 2005). Other con-

siderations include a

propensity for weight loss

and absence of periop-
erative risk factors and eating disorders (Colquitt et al. 2005). According to a recent
systematic review, bariatric surgery is generally effective for sustained weight loss and
improvements in associated co-morbid conditions for individuals who are candidates
for the surgery (Colquitt et al. 2005). Despite the narrow indications for bariatric
surgery, rising obesity rates in the Canadian population have led to questions about
whether a corresponding increase in the use of this procedure has occurred.

Methods

Data source and study population

We identified patients who had undergone bariatric surgery in hospitals in five prov-
inces (British Columbia, Saskatchewan, Alberta, Ontario and Nova Scotia) between
April 1, 1996 and March 31, 2004, using the Discharge Abstract Database of the
Canadian Institute for Health Information. While bariatric surgery can be performed
in conjunction with other diseases (e.g., cancer), here we focus on those surgeries per-
formed for the purpose of weight reduction. In 1996—97, 57% of those who under-
went bariatric surgical procedures (i.e., gastric bypass surgery) during this period

had a concurrent diagnosis of obesity; in 2003-04, this percentage had increased to
64%. Bariatric surgery performed for weight reduction was identified using ICD-10-
CA/CCI, ICD-9, ICD-9-CM procedure codes accompanied by diagnostic codes for
obesity. The procedure codes were 1.NE78/ (CCI); 56.2, 56.93, 56.59 (ICD-9);
and 44.31, 44.39, 44.69 (ICD-9-CM). The obesity codes were E66 (ICD-10); 278.0,
278.8 (ICD-9); and 278.00, 278.01, 278.88 (ICD-9-CM).
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Data analysis

The annual frequencies of bariatric surgeries were calculated at both the provincial
and combined level. Surgical procedure counts were based on where the procedures
were performed, not on where the patients lived. Provincial/territorial results were
excluded if fewer than five procedures were performed annually. For 2003-04, socio-

FIGURE 1. Bariatric surgery in five Canadian provinces, 1996-97

to 2003-04
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Notes: Data from British Columbia, Saskatchewan, Alberta, Ontario and Nova Scotia are included.
Data from other provinces/territories were unavailable because of differences in data collection meth-
odology (Manitoba and Quebec) or low procedural counts.

Source: Discharge Abstract Database, CIHI.

demographic characteristics, lengths of stay and readmission rates were also examined.
Patients' residential postal codes were used to derive income quintiles based on an
approach developed by Statistics Canada that assigns quintiles to neighbourhoods
according to income data reported on the 2001 Census (Wilkins 2004). Only urban

area postal codes were used in this analysis to minimize socio-economic misclassifica-

tion (Wilkins 2004).

Results
Between 1996—97 and 200304, a total of 6,150 bariatric surgery procedures were

performed on patients with a concurrent diagnosis of obesity in the five provinces.
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Annual numbers of procedures varied across the years but no consistent trend was
evident. The provision of these services varied across the country. In all provinces for
which data are available, annual numbers fluctuated across the study years. For exam-
ple, in Ontario there was a 57% increase from 2001-02 to 2002—03. This increase
was not sustained the following year and is largely responsible for the overall peak in
procedures performed in 2002—03 (Figure 1).

In 2003—-04, 724 bariatric surgeries were performed on patients with a concut-
rent diagnosis of obesity in the five provinces. The vast majority of patients (86.9%)
were women. The mean age of patients was 39 years, but surgery was conducted for
patients younger than 19 and over 65 years of age. In urban areas, one in six patients
(15%) came from the highest-income quintile neighbourhoods. The remaining
patients were about equally likely to be from neighbourhoods in one of the other four
quintiles of the income distribution (range, 20%-23%).

TABLE 1. Bariatric surgery in selected provinces in Canada*, 2003-04

NUMBER OF MEAN AGE % FEMALE MEAN LOS (DAYS)

PROCEDURES (YEARS)
British Columbia 109 41 88 3.0
Alberta 224 37 91 5.5
Saskatchewan 41 39 83 10.3
Ontario 303 40 84 4.9
Nova Scotia 47 39 85 6.4
Total 724 39 87 52

*Excludes Manitoba and Quebec because of differences in data collection methodology and provinces/
territories where fewer than five procedures were performed annually.

Source: Discharge Abstract Database, CIHI.

On average, the length of stay for these procedures was 5.2 days but differed
within and across the provinces. Saskatchewan, for example, had the highest average
lengths of stay (Table 1). These differences in lengths of stay may result from a variety
of factors, including higher numbers of more invasive procedures being used in some
jurisdictions as well as differences in patient populations. Across all provinces, lengths
of stay in 2003—04 ranged from one to 61 days.

In the same year, over 99% of patients were discharged to their place of residence
following recovery from the surgery. Readmission rates were 1.4% within the first seven
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days after discharge; they rose to 6.4% when the first 30 days post-surgery were con-
sidered. Surgical complications were primarily responsible for readmissions to hospital.

Conclusion

Bariatric surgery has been performed for more than 50 years in the United States but
has recently gained increased attention due to rising obesity rates (Hydock 2004).
According to Santry at al. (2005), the number of bariatric surgeries performed in the
United States with a confirmed diagnosis of obesity increased from 13,365 in 1998
to 72,177 in 2003. Analysis of hospitalizations for bariatric surgery with a diagnosis
of obesity in five provinces in Canada between 1996-97 and 2003—04 did not reveal
a similar trend. While the numbers of surgeries performed fluctuated annually both
across Canada and provin-

cially, there was no consist-
ent trend.

... the number of bariatric surgeries Use of bariatric surgery

performed in the United States with a
confirmed diagnosis of obesity increased

from 13,365 in 1998 to 72,177 in 2003.

in Canada may differ from
that in the United States.
However, in some cases
Canadians may be seeking
care outside of the country.
For example, the number
of Ontario residents who
had approved gastric bypass
surgery procedures (adjustable gastric banding procedures were not reported) in the
United States increased from eight in 2002—03 to 346 at the time of reporting for
2004-05 (Medical Advisory Secretariat, Ontario Ministry of Health and Long-Term
Care 2005). Including out-of-country procedures in future analyses using supplemen-
tal data may improve our understanding of how the use of bariatric surgery is chang-
ing in Canada.

Correspondence may be directed to Kira Leeb, Manager, Health Services Research, Canadian
Institute for Health Information, 90 Eglinton Avenue East, Suite 300, Toronto, Ontario M4P
2Y3; email: KLeeb@cihi.ca.
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Call to Authors

Data Matters presents brief, focused papers that report analyses of health
administrative or survey data that shed light on significant health services and
policy issues. Submissions to Data Matters should be a maximum of 1,500
words, exclusive of tables, figures and references, and should include no more
than three tables or figures.

Appel aux auteurs

« Questions de données » présente de brefs articles portant sur des analyses

de données administratives sur la santé ou de données denquéte et qui font la
lumiére sur d'importantes questions liées aux services et aux politiques de santé.
Les articles soumis 3 « Questions de données » doivent étre d'au plus 1 500
mots, excluant les tableaux, diagrammes et références et ne doivent pas compren-
dre plus de trois tableaux ou diagrammes.

For more information contact Rebecca Hart, Managing Editor at
rhart@longwoods.com
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DECISION-MAKER INTERVIEW

Reflections on Conversations with

Robert Bell and Michael Guerriere:
What Is Relevant Research?

Réflexions sur des conversations avec Robert Bell
et Michael Guerriere : La recherche pertinente :
quest-ce que cest au juste?

by ANTON HART
Publisher, Healthcare Policy

Abstract

Two decision-makers from the acute-care sector weigh in on the issue of relevant
research. Between the two of them they look for patient-defined research, evidence
to support the conclusions, information that can lead to interventions designed to
improve quality and outcomes and defined control mechanisms to properly identify
the practices that improved the system. Three examples are cited and discussed. The
context is set by comments from one of Canada’s leading researchers and the use of
research from one of this decade’s most lauded system turnarounds.

Résumé

Deux décideurs du secteur des soins actifs se prononcent sur la question de la recher-
che pertinente. A eux deuy, ils cherchent des travaux de recherche axés sur le patient,
des preuves pour étayer les conclusions, des renseignements pouvant mener 4 des
interventions congues pour améliorer la qualité et les effets, ainsi que des mécanismes
de contrdle définis permettant de cerner les pratiques qui contribuent & améliorer
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le systéme. Trois exemples sont présentés et discutés. Le contexte est établi par les
commentaires d'un éminent chercheur canadien et les données sur l'utilisation de la
recherche proviennent d'une des transformations de systémes les plus louangées de
cette décennie.

NE YEAR BEFORE THE RELEASE OF HEALTHCARE POLICY'S INAUGURAL
issue, Morris Barer, Peter Coyte and I positioned the journal as one of “peer-
reviewed and relevant research.” We wrote:

This journal will provide an important new outlet for peer-reviewed research
of relevance to Canadian healthcare services. It will, more importantly, be
designed to serve the evolving needs of health system decision-makers across
the country looking for timely and relevant research, and new ideas, on the
organization, financing, funding, management, regulation, delivery and use of
health services for Canadians.

In short, it will provide a venue for peer-reviewed scholatly health services and
policy research, debate and discussion that is accessible and useful to health
system managers, policy makers and policy influencers. (Canadian Institutes
of Health Research [CTHR] 2004)

A vyear later, introduc-
ing the first issue of this

journal, Alan Bernstein,

“Policy makers have challenged the health system President and CEO of

to develop more cost-effective, innovative . )
p ’ the Canadian Institutes of

Health Research, reinforced
the idea: “Changing values,

and evidence-based ways of delivering care.
Increasingly, Canada is moving towards an
integrated and system-based approach to health

- ) . technologies and other
service delivery. The health research community &

circumstances demand

must also respond to similar challenges.” .. ..
constant, critical, objective

— Dr. Alan Bernstein, keynote address to the Canadian and evidence-based change"
Academies of Health Sciences, September 21, 2005 (Bernstein 2005&)’

To support researchers
serving the evolving needs of
health system decision-makers for timely and relevant research, the editorial advisory
board of Healthcare Policy recommended a series of interviews and discussions with the
journal’s intended audience — decision-makers in healthcare. First to be interviewed

was Dr. Brian Postl, President and CEO of Winnipeg Regional Health, who was
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recently appointed the prime minister’s federal adviser on wait times. “Research,” he
told us, “is key in the process of change.” He suggested “evidence” as one of four themes
that the journal should consider as it looks at knowledge and its impact on policy
and practice. The other themes were defining the audience, using appropriate tools to
transfer and translate research, and translating research so that it is meaningful.

The present article reflects discussions with two more health system decision-
makers: Dr. Michael Guerriere and Dr. Robert Bell. Anticipating that we would

explore ‘evidence,” the topic

was simply: “What is rel-

1 . a1 evant research?”
“Rapid improvement is possible in healthcare, . )
) .. .. ) Dr. Guerriere, a physi-
even in large, politically sensitive, financially
stressed, publicly administered systems.
Improved healthcare quality, better service and
reduced cost can (and should be) achieved at
the same time. The conceptual underpinnings

of change are straightforward; execution is the

cian who has always focused
on systems and informatics,
is at the heart of change
in his role as Managing
Partner at Courtyard Group

challenge!” — a meticulously selected

— Dr. KW. Kizer, “Making and Sustaining Change in
Healthcare,” presentation, November 29, 2005

line-up of experts advising
providers of both healthcare
policy and healthcare serv-
ices. Courtyard Group’s
assignments are focused on the transformation of care and organizations for landmark
clients in Canada, the United States and England. Dr. Guerriere is also Chair of the
Ryerson University Board.

Dr. Bell, an orthopaedic surgeon specializing in cancer, is President and CEO of
University Health Network (UHN) in Toronto, an organization with the explicit
mission of providing exemplary patient care, research and education — a mission
familiar to most academic health sciences centres. The scope of research and the com-
plexity of cases in the network’s care put Dr. Bell and his colleagues front and centre
among patients and their families; researchers; providers of health policy, care and
products; and the academic dons of both clinical and healthcare services.

Dr. Bell* reflected on evidence-based research, dissemination and implementation.
As CEO of an academic health sciences centre, he looks for patient-defined research,
something he believes nurses do well. As an administrator, he points to the impor-
tance of CIHRs Pillar Three (health systems and services) and Pillar Four (social,
cultural and other factors that affect the health of populations): researchers should
look at improved efficiency, utility and productivity of the system and process — but

* based on a personal conversation with Dr. Bell.
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all in the context of the patient. The results, he says, can best be measured if they are
built on a basis of evidence — something he's prepared to get from both grey literature
and peer-reviewed journals.
As we discussed UHN's mission, Bell underscored the importance of being able
to measure the organization’s success at the highest level. A focus on the mission
at the highest level sets up a process that is then passed down to departments and
individual units. Properly executed, it leads to a common mission throughout the
organization.
In short, Dr. Bell wants (1) patient-defined research to improve efficiency and
utility, (2) the evidence that backs it up and (3) the ability to measure its impact.
Dr. Guerriere picks up
this last point — the ability

to measure results. Relevant
How did the Veterans Health Administration research, he says, provides

2 : ] :
make research relevant? Consider the name information that should

of their research organization and its mission.
Together they are very telling; you can see
a whole strategy unfold.“The mission of a
special team of researchers — the Veterans

lead to an intervention
that will or can improve
outcomes; only then does

. . .. research add value to our
Evidence-based Research, Dissemination, and

Implementation Center (VERDICT) — is to
improve the health of veterans by researching
methods of optimizing the performance of
the clinical micro-systems which surround
and support the health care system—patient

hospitals and healthcare
system. Measurement can
determine whether the
intervention has utility and
how well it works. Relevant
research, furthermore, sets

interface.” .
up control mechanisms so

— Website for Veterans Evidence-based Research that, eventually, manage-

Dissemination Implementation Center, 2005 ment can properly identify

the practices that improved
the system.

The quality and utility of research data are critical. They must be enabling; oth-
erwise, why do the research? Guerriere cites the work of former New York Mayor
Rudolph Giuliani. New York's CompStat program, which won the 1996 Innovations
in Government Award from the Kennedy School of Government at Harvard
University, allows police to monitor statistics on criminal activity on specific street
corners as well as citywide, holding precinct commanders accountable for crime in
their neighbourhoods. Because these data are updated constantly, the police can
become proactive in fighting crime, curtailing trends before they become crime waves.
Dr. Guerriere recommends Giuliani's book Leadership (2002) as a key to understand-
ing the use of information to manage complex organizations.

[74] HEALTHCARE POLICY Vol.1 No.2, 2006



Reflections on Conversations with Robert Bell and Michael Guerriere: What Is Relevant Research?

He then cites the work of Dr. Jack Tu and colleagues in the EFFECT Study
(Canadian Cardiovascular Outcomes Research Team [CCORT] 2005), which focuses

on a number of well-defined quality indicators that have demonstrably improved

patient outcomes and provided direction and focus to quality improvement efforts
for cardiac care. EFFECT is one of the largest and most comprehensive initiatives in
g p

“The reality is that there is now an intimate,
symbiotic and non-linear relationship between
scientific understanding and its application into
practice, products and policy. Initiatives like
the Human Genome Project and the Grand
Challenges in Global Health, initiated by the
Gates Foundation, have gone a long way in
blurring [the] post—World War II distinction

between basic and applied research.”

— Dr. Alan Bernstein, keynote address to the Canadian
Academies of Health Sciences, September 21, 2005

the world to measure and
improve the quality of cardi-
ac care. Using a randomized
trial of cardiac care report
cards, the study’s objective is
to determine whether devel-
oping and publishing report
cards based on clinical data
collected from patient charts
leads to greater use of evi-
dence-based therapy at hos-
pitals that receive them.
The fundamental pur-
pose of the EFFECT Study

is very specific: to assist in

designing mechanisms to
reduce the delay between the acquisition of health research and evidence and their
application in patient care. The intent is to raise awareness and provide information in
a useful manner. By identifying both areas of high quality and areas for improvement,
the study can support continued improvement in care as we strive for clinical excel-
lence.

After phase I, the EFFECT researchers asked for feedback from participating
hospitals and others in order to improve future reports. Phase II, involving a second
round of chart abstraction, begins in late 2005; findings will be released in 2006—07.
All quality indicators will be reviewed and revised as needed to ensure that they
continue to reflect current evidence-based practice. Phase III — impact assessment —
involves a comparison of the hospitals’ performance between phases I and II. In their
summary, Dr. Tu and colleagues write: “It is hoped that participating hospitals will
view the EFFECT Study as a positive and constructive tool for change and that it will
assist ongoing efforts to use the data for quality improvement initiatives” (CCORT
2005). That is relevant research, by Guerriere's standards.

He cites one more example of relevant research: the not-for-profit RAND
Corporation, a major US think tank that, according to its own website, provides “objec-
tive analysis and effective solutions that address challenges facing the public and private
sectors around the world” RAND conducts research in business, education, health,
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law and science in “areas ... that reflect the changing nature of global society,” with the
objective of providing readily accessible research and analysis to improve public policy
and decision-making. Some of RAND’s research is carried out on behalf of public and
private sponsors and clients; other studies are undertaken under its own aegis.

One of the RAND Corporation’s ongoing projects is the Promising Practices
Network (PPN), an organization ‘dedicated to providing quality evidence-based infor-
mation about what works to improve the lives of children, families and communities”
(PPN 2005). According to its website:

PPN’s target audience includes policy makers, service providers and other
decision-makers at all levels who care about improving outcomes for children
and families. The site helps decision-makers understand what approaches and
programs have been shown in the scientific literature to improve outcomes in
various areas such as child health and education.

PPN promises objective, evidence-based information; comprehensiveness; acces-
sibility; and impartiality. It offers program summaries of effective interventions, clearly
defining outcome areas and indicators, levels of evidence, evaluation methods and key
findings. Funding sources are identified, and program bibliographies list all materials
used to make judgments (PPN 2005).

Publishers should welcome such resources as the Promising Practices Network
and its rich website. These can only reinforce our own mission to explore ideas, share
best practices and enable excellence in healthcare.

Researchers who join us at Healthcare Policy will only reach individual decision-
makers like Dr. Bell and Dr. Guerriere if their research is relevant. Then, this journal
will make a difference.
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Reflections on ...

Rudolf Klein’s three types of evidence

e Research evidence is produced by scientists, in accordance with accepted
research methodologies.

¢ Organizational evidence is information about an organization’s capacity to
complete the tasks being approached. It can also be characterized by the
question “The last time we tried this, why did we fall flat on our faces?”

e Political evidence includes information about how the public, politicians, and
other players will react to policies under consideration, helping or hindering
the success of the policy decision.

Rudolf Klein (England)

Emeritus Professor of Social Policy, University of Bath;
Visiting Professor, London School of Economics and London
School of Hygiene and Tropical Medicine

For a full discussion on evidence in healthcare see:
http://www.chsrf.ca/knowledge_transfer/pdf/2004_workshop_report_e.pdf

The Canadian Health Services Research Foundation:

Evidence is ...

The foundation’s mission is to support evidence-based decision-making in the
health system. Defining what is meant by evidence in this mission requires a
balance between researchers’ and decision makers’ understandings of the term.

As a follow-up to Conceptualizing and Combining Evidence for Health System
Guidance, the foundation has adopted the following definition of evidence:

Evidence is information that comes closest to the facts of a matter. The form it
takes depends on context. The findings of high-quality, methodologically appropri-
ate research are the most accurate evidence. Because research is often incomplete
and sometimes contradictory or unavailable, other kinds of information are neces-
sary supplements to or stand-ins for research. The evidence base for a decision is
the multiple forms of evidence combined to balance rigour with expedience—while
privileging the former over the latter.

For more information on Conceptualizing and Combining Evidence see:
http://www.chsrf.ca/other_documents/evidence_e.php
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Linkage and Exchange

THE CASE STUDY PRESENTED HERE is drawn from a new publication from the
Canadian Institutes of Health Research, Institute of Health Services and Policy
Research. Evidence in Action, Acting on Evidence — A Casebook of Health Services and
Knowledge Translation Stories highlights original submissions from across Canada that
focus on lessons learned from both successful, and less than successful, knowledge
translation activities. Designed as a means for both researchers and decision-makers to
share and recognize their experiences, the casebook also demonstrates the impact that
such research can have in shaping policy, program and practice changes.

Evidence in Action, Acting on Evidence will be published in early 2006. Please visit

CIHR’s website at www.cihr-irsc.gc.ca for more details.

LA cas PRESENTE ICI SONT tirés d'une nouvelle revue publiée par I'Institut des
services et des politiques de la santé des Instituts de recherche en santé du Canada.
Evidence in Action, Acting on Evidence — A Casebook of Health Services and Knowledge
Translation Stories présente des articles originaux provenant de partout au Canada et
qui mettent l'accent sur les lecons apprises dans le cadre d'activités d'application des
connaissances — dont certaines ont été fructueuses et dautres, moins. Se voulant un
outil pour permettre aux chercheurs et aux décideurs de partager et de reconnaitre
leurs expériences, le recueil démontre également l'incidence que ces travaux de recher-
che peuvent avoir sur [élaboration des politiques, les changements apportés aux pro-
grammes et la pratique.

Les preuves comme moteurs d'initiatives sera publié en 2006. Visitez le site Web des
IRSC 4 www.cihr-irsc.gc.ca pour plus de détails.
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‘ LINKAGE AND EXCHANGE ‘

Knowledge Translation to Advance
the Nurse Practitioner Role in

British Columbia

Appliquer les connaissances en vue de faire
avancer le role des infimiéres praticiennes en
Colombie-Britannique

Researchers and decision-makers conduct policy-relevant research
to guide legislative and regulatory development and the design of a nurse
practitioner education program.

by MARJORIE MACDONALD, RN, PHD
School of Nursing, University of Victoria, Victoria, BC

SANDRA REGAN, RN, MSN
College of Registered Nurses of British Columbia

HEATHER DAVIDSON, PHD
British Columbia Services to Ministry of Health Services
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School of Nursing, University of Victoria, Victoria, BC
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Knowledge Translation to Advance the Nurse Practitioner Role in British Columbia

JANET PINELLI, RN, DNS
McMaster University, Hamilton, ON

BERNADETTE PAULY, RN, MN
School of Nursing, University of Victoria, Victoria, BC

Abstract

This project brought together a team of researchers and decision-makers to conduct
policy-relevant research to support the introduction of advanced nursing practice
roles in British Columbia. All team members, including decision-makers, were actively
involved in the conceptualization, design, data collection, analysis and interpretation
of the study. This level of engagement, coupled with ongoing knowledge translation
(KT) activities, led to the implementation by stakeholders of a majority of the study’s
recommendations. The results have since been used to guide legislative and regulatory
development and to design a nurse practitioner education program.

Résumé

Ce projet regroupait une équipe de chercheurs et de décideurs qui se sont réunis pour
effectuer de la recherche liée aux politiques en vue dappuyer l'introduction de roles
avancés dans la pratique des soins infirmiers en Colombie-Britannique. Tous les mem-
bres de [équipe, y compris les décideurs, ont pris une part active a la conceptualisa-
tion, a la conception, A la collecte de données, 4 I'analyse et A I'interprétation de Iétude.
Gréce A ce niveau dengagement et  des activités continues dapplication des connais-
sances (AC), la majorité des recommandations de [‘étude ont été mises en ceuvre par
les intervenants. Les résultats ont depuis été utilisés pour orienter [élaboration de
mesures législatives et réglementaires et pour concevoir un programme denseignement
a l'intention des infirmieres praticiennes.

N 2001, THE CANADIAN HEALTH SERvICES REsearcH Founpation (CHSRF)

funded us to study the opportunities and challenges for advanced nursing practice

(ANP) in British Columbia. Nurses working in ANP roles have been shown to
provide appropriate and cost-effective continuity of care (Horrocks et al. 2002; Safriet
1992). However, widespread adoption of advanced nursing practice has been ham-
pered by considerable confusion and debate about definitions, roles and functions, as
well as the required competencies, practice environments, educational qualifications,
credentials, regulations and legislation (Bryant-Lukosius et al. 2004).

This project aimed to bring researchers and decision-makers together to conduct
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policy-relevant research that would support the introduction of new ANP roles,
including nurse practitioners, in British Columbia. Our research objectives were: to
clarify the understanding of ANP and related roles within the healthcare system;

to identify the current status of ANP in the province; to identify gaps in healthcare
services that might be filled by the expansion or introduction of new nursing roles;
to explore and describe models of ANP in other jurisdictions; to identify barriers to
implementing new nursing service delivery models in British Columbia; and, on the
basis of the above analysis, to identify and recommend future policy directions for
new nursing roles and models in the province.

The project team, which was convened by the BC Ministry of Health, included
researchers, educators, government and health authority decision-makers and nursing
regulators. An advisory group, which provided advice and feedback on research meth-
ods and findings, included representatives of the public, other health professions (e.g.,
midwifery, medicine, pharmacy) and other constituencies (e.g,, seniors, First Nations
and Inuit Health Branch, British Columbia Nurses' Union).

The funding strategy of the CHSRF required co-funding arrangements involv-
ing both cash and in-kind contributions from a variety of national, provincial and
local sources. Our co-funders included the Nursing Research Fund, the BC Health
Research Foundation, the BC Ministry of Health, the Registered Nurses Association
of BC, Capital Health Region in Victoria (now Vancouver Island Health Authority)
and the University of Victoria. Some of the funders were also research partners and
appointed representatives to the research team.

The KT Initiative

Our study was carried out in three phases, with knowledge translation (KT') goals
incorporated directly into the research process. All team members, including decision-
makers, were actively involved in the project throughout the study, from conceptuali-
zation and design through data collection, analysis and interpretation.

In Phase 1, data were gathered through telephone interviews and focus groups
with nurses in a variety of roles and settings to determine how they understood ANP
and how nurses in ANP roles were deployed in British Columbia. An email survey
was conducted with employers to determine their understanding of ANP and to
identify health service priorities, gaps in service and the potential for introducing new
ANP roles in their organizations.

In Phase 2, we conducted five case studies of models of ANP in other jurisdic-
tions to understand the nature and benefits of advanced practice, and to determine the
feasibility of various service models for British Columbia.

Phase 3, which also comprised our major KT activity, was a provincial think tank
attended by almost 100 key stakeholders to discuss preliminary research findings and
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generate policy recommendations. Not only did the think tank inform the develop-
ment of recommendations, but it also provided for dissemination of the preliminary
findings to a broad stakeholder audience and acted as a mechanism to test the validity
and relevance of our results for informing policy recommendations.

Decision-maker and researcher team members conducted interviews and observa-
tions and actively participated in analyzing and interpreting the data. We learned from
other research teams funded in the same CHSRF competition that the full engage-
ment of decision-makers at all phases of the research was unusual, and we believe that
this level of involvement contributed to the successful use of the research findings.

Decision-maker partners also took a leadership role in developing the overall
knowledge translation plan and strategies that were consistent with the information
needs and preferred communication mechanisms of our audiences. Other KT activi-
ties included:

+ regular status reports to senior administration in all partner organizations;

+  sharing interim and final reports with multiple audiences, including the Federal/
Provincial/ Territorial Advisory Committee on Health Human Resources and all
partner organizations;

+  creation of a website that included descriptions of the projects, regular updates,
project reports, links to other resources and a mechanism for visitor feedback; and

+ presentations by members of the research team to various partner organizations,
including employers and the ministry.

The project’s advisory group was also an important mechanism for knowledge
translation, through our ongoing communication and members’ ability to distribute
information through their networks. The advisory group also participated in the think
tank.

Results of the KT Initiative

Our KT strategies resulted in substantial buy-in from stakeholders and facilitated
implementation of a majority of the study’s recommendations in the following two
years. The results were used directly in an instrumental fashion (Lavis et al. 2003) to
inform the development of nurse practitioner competencies and practice standards, to
guide legislative and regulatory development and to inform the development of at least
one nurse practitioner education program. Five articles based on the study have been
published to date (Schreiber & MacDonald 2003; Pauly et al. 2004; Schreiber et al.
2005a,b; MacDonald et al. 2005).

Instrumental use of research findings, which is defined as acting on research in
specific and direct ways, is reported less frequently in the literature than conceptual
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or symbolic use (Lavis et al. 2003; Weiss 1980). Although we did not have a formal
evaluation plan to assess the KT strategies, we recognized that indicators of success
would include the actual implementation of study recommendations and, although we
do not claim sole credit for implementation of the recommendations, there was a syn-
ergy between our research-based recommendations and the development of policy, as
summarized in Table 1. In addition, the entire team engaged in a reflective exercise on
the benefits and challenges of the partnership experience.

TABLE 1. ANP recommendations and action to date

RECOMMENDATIONS ACTION TO DATE

I In British Columbia (BC), there should be The clinical nurse specialist is a well-established
two recognized advanced nursing practice ANP role in BC. In 2005, the first graduates of
roles: the clinical nurse specialist and nurse BC NP programs began working in the prov-
practitioner (NP). ince.

2. In developing legislation, the titles “Nurse In August 2005, when nursing moved under
Practitioner,” “Clinical Nurse Specialist” the Health Professions Act, title protection was
and “Advanced Practice Nurse” should be achieved for “Nurse Practitioner.”
protected.

3. Educational preparation for entering The expert advisory group, which included a
advanced nursing practice should be at the research team member, developed NP com-
graduate level in nursing appropriate to petencies establishing that graduate prepara-
the competencies required of the role. tion was required. In 2003, the Ministry of

Advanced Education (MAVED) funded NP
master’s programs at UBC and the University

of Victoria (UVIC).

4. Stakeholders in BC should continue to The Canadian Nurse Practitioner Initiative
participate and take a leadership role in (CNPI), led by the Canadian Nurses Association
the development of a national framework (CNA), has proposed a national standard for
for nurse practitioners that will allow for NP education, regulation, practice and planning.
national standards and inter-provincial Many research team members participated on
mobility. CNPI working groups. A recent CNA national

symposium on ANP used published papers
from our study as key preparatory readings.

5. A feasibility study should be conducted Two of the team members published a paper
regarding the adoption of nurse anaesthe- on the nurse anaesthetist (NA) role and are
sia as an advanced practice role in Canada. launching a study to explore how NAs manage

implementation of the role. The NA role was
discussed at the recent CNA symposium in
which one team member participated.
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6. Further exploration is needed of the sup-
ports required by rural and remote-area
nurses who are currently working in sites
with the potential for development of
advanced nursing practice.

7. The Ministry of Health and the Registered
Nurses Association of British Columbia
(now the College of Registered Nurses
of British Columbia, or CRNBC)
should establish an Implementation and
Development Committee that includes
relevant stakeholder groups and is charged
with developing a plan for introducing the
nurse practitioner role and for sustaining
the clinical nurse specialist role in BC.

8. Legislation and regulation of nurse prac-
titioners should be enabling within a
professional practice model in which
nurse practitioners have sole authority for
their practice, clear standards of practice,
accountability for decision-making and
maintenance of competence.

9. A public education campaign should be
developed and implemented by the gov-
ernment in conjunction with the profes-
sional associations in order to educate,
market and sell advanced nursing practice
roles to the public, policy makers and
other providers.

10. The government should take a leader-
ship role in providing regional seminars,
guidelines and workshops to health
authorities to support implementation
and sustainability of advanced nursing
practice roles.

The 2005 Hedlth Professions Act sets out regu-
lations of NPs and provides for certified practic-
es for registered nurses in an expanded scope
of practice for non-NPs working in these areas
rather than regulates NPs. A specific govern-
ment nursing strategy in 2005/06 is developing
the role of rural nurses.

Various steering and advisory committees with
broad stakeholder involvement were estab-

lished to support the development and imple-
mentation of the nurse practitioner role in BC.

Under the Health Professions Act, the govern-
ment, in consultation with the CRNBC, has

developed regulations to govern NP practice
that are consistent with this recommendation.

Various public relations initiatives have been
undertaken by government, CRNBC and the
universities. The health authorities have created
print materials including pamphlets, fact sheets
and Web-based resources, and have held face-
to-face meetings with key members of the pub-
lic. The CNPI has mounted a public education
campaign.

Public relations initiatives undertaken by the
Nursing Directorate of the BC Ministry of
Health include development of a resource
manual for NPs and ongoing meetings with
health authorities.
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. Identification and development of nurse-

sensitive outcome variables and meas-
ures, including outcomes from advanced
nursing practice, should be undertaken.

. New funding should be allocated:

¢ to Health Authorities for advanced
nursing practice positions and to pro-
vide for infrastructure and organiza-
tional support of ANP

* to support development of appropri-
ate educational programs

* to prepare faculty to teach in ANP
programs

* to support continuing education
opportunities

. Exploration of existing sources of fund-

ing for possible reallocation to support
salaried positions of advanced practice
nurses is needed;

. Further exploration of funding models to

support development and sustainability of
advanced nursing practice is needed; and

. Legislation, regulation and deployment

of nurse practitioners should not occur
unless and until stable funding to support
implementing and sustaining the role is
in place.

. Resources must be made available for

evaluation of advanced nursing practice
role implementation, impact and relevant
outcomes.

A reconfigured ANP research team is currently
seeking funding to evaluate the implementa-
tion and integration of NPs into the healthcare
systems of BC and New Brunswick and to
develop NP-sensitive outcome variables/meas-
ures for a future study. The MOH is beginning
to develop outcome measures to evaluate
implementation of NPs in BC.

The Ministry of Health has provided;

* funding to each Health Authority for four NP
positions per year for three years

* funding from MAVED was provided to UBC,
UVIC and the University of New Brunswick
for NP programs

* funding from MAVED was provided to UVIC
to support existing faculty to obtain NP cre-
dentials

* funding is ongoing by Nursing Directorate
and Health Authorities.

Ongoing under the leadership of the Nursing
Directorate. Funding has been provided to the
health authorities to create salaried NP posi-
tions, and NPs are excluded by legislation from
the collective agreement.

The Nursing Directorate, CRNBC and health
authorities are part of the reformulated
research team seeking funding to evaluate

the integration and implementation of the NP
role. The Nursing Directorate and the health
authorities are currently monitoring aspects of
the role.

[86] HEALTHCARE POLICY Vol.1 No.2, 2006




Knowledge Translation to Advance the Nurse Practitioner Role in British Columbia

Lessons Learned

The research partnership was clearly a successful venture. Nonetheless, we had to

deal with the challenge of negotiating and mediating our differing interests. Decision-
makers and researchers operate on very different time frames, with decision-makers
often under pressure to produce swift results. In the time between writing the original
research proposal and getting it funded, the political context changed dramatically, and
we were under pressure to produce data much more quickly.

The tension between the researchers  needs to maintain scientific rigour and
the decision-makers’ needs for information actually created an opportunity for us to
understand each other’s approaches, as well as the demands and perspectives of our
different work processes. At times, the researcher team members were somewhat frus-
trated by the demand to speed up study timelines, but through education, negotiation
and prioritizing, we developed strategies (e.g., additional funding provided by govern-
ment to focus on specific areas of data collection) that met the decision-makers’ time-
sensitive information needs, while maintaining scientific rigour.

Although there were clear research goals, each team member had a somewhat dif-
ferent vision for the project and different reasons for engaging in the research process.
These differences added depth to the research, but also needed to be negotiated as
they emerged in subtle ways to create tensions and disagreements. Autonomy and aca-
demic freedom are core values in universities. The ability to speak openly and freely is
both encouraged and expected. In the partner organizations, decision-makers operate
within a policy context that explicitly and implicitly governs their work and that may,
at times, preclude the public expression of personal opinion.

Within the research team, the same data also meant different things to different
people, and we needed to negotiate how the data were interpreted, reported and dis-
seminated. To complicate the situation, universities and organizations have differing
reward systems. This fact influenced, more than we anticipated, the direction each of
us wanted to take on particular issues, such as the focus and slant of a particular jour-
nal article.

Our ability to negotiate and mediate all these differences was made possible by
several team characteristics, including:

+  the steadfast commitment of all partners to the research enterprise and the goals
of the project;

+ the willingness of team members to compromise;

+ trust and respect for one another based on established prior relationships;

+ researchers who had been policy makers and policy makers who had been
researchers, with understanding of the values and constraints faced by each part-
ner; and
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+ decision-maker team members with the authority and accountability to make
important decisions, and to make and honour commitments.

Conclusions and Implications

Our research experience and our findings have been used extensively by our own
organizations to inform policy and program development. The results have also been
used outside the original partnership. As noted in Table 1, the Canadian Nurses
Association (CNA) held an invitational forum in the fall of 2005 on advanced nurs-
ing practice, and some of our published research was used to inform the discussion
and debate about the direction of ANP in Canada. In addition to the recommenda-
tions from the study that were implemented, other examples of knowledge transla-
tion include the fact that our final report has been used and cited by other nursing
education institutions in the development of graduate programs in advanced nursing
practice. On a national level, the findings of this research have informed discussions of
a national Primary Healthcare Nurse Practitioner Education task force. Finally, this
research provides the starting point of a longer-term program of research that will
include many of the original research team.

Correspondence may be directed to: Marjorie MacDonald, Associate Professor and Interim
Director, School of Nursing, University of Victoria, Victoria, BC V8W 2Y2; tel: (250) 721-7953;

email: marjorie@uvic.ca.
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Call to Authors

Linkage and Exchange provides a forum for knowledge translation (KT case
studies. Submissions should include an abstract of no more than 100 words, a
brief statement of background and context, a description of the KT initiative,

a presentation of results (including challenges that arose and how they were
addressed) and a discussion of lessons learned, highlighting those that are poten-
tially transferable to other topics and settings. Manuscripts should be a maxi-
mum of 2,000 words, excluding the abstract and references.

Appel aux auteurs

« Liens et échanges » fournit un forum pour des études de cas en application des
connaissances (AC). Les articles soumis doivent comporter un résumé dau plus
100 mots, une bréve mise en contexte, une description de l'initiative dAC, une
présentation des résultats (y compris les défis qui se sont présentés et comment
ils ont été relevés), ainsi quune discussion des lecons apprises, surtout celles qui
sont potentiellement transférables 4 dautres sujets et 4 dautres cadres. Les manu-
scrits doivent étre dau plus 2 000 mots, excluant le résumé et les références.

For more information contact Rebecca Hart, Managing Editor at
rhart@longwoods.com
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Interactions: Trade Policy and Healthcare
Reform After Chaoulli v. Quebec

Interactions : les politiques commerciales
et la réforme des soins de santé aprés

Chaoulli c¢. Québec

Is it time for Canada to acknowledge the fragile boundary between
health and trade policies and strengthen the separation between private
and public health insurance?

by MARK CRAWFORD, LLB, DPHIL
Lecturer, Department of Political Science
University of Northern British Columbia
Prince George, BC

Abstract

The insulation of Canada’s healthcare system from trade treaty obligations is crucial
to the legitimacy of Canada’s trade policy. Legal analysis has suggested, however, that
competitive and for-profit delivery of the kind contemplated by the Kirby Report and
some provinces may make healthcare more vulnerable to challenges under NAFTA
and GATS. The Government of Canada has tried to counter this interpretation by
stressing the importance of public financing as the principal criterion for exemption
of healthcare from trade treaties, but now the potential for private financing of essen-
tial medical services indicated by the Supreme Court’s decision in Chaoulli v. Quebec
has made that line of argument look risky as well. It is apparent that Canada failed

to anticipate the possible interactions of domestic, international and constitutional
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law when it made commitments in the area of private health insurance at the WTO
in 1997. Accordingly, the time has come to acknowledge the fragility of the bound-
ary between health and trade policies, to take the risks and costs associated with
trade treaty obligations fully into account when undertaking healthcare reform and to
strengthen the separation between private and public health insurance.

Résumé

Lisolation du systeme de soins de santé canadien par rapport aux accords com-
merciaux est essentielle A la [égitimité des politiques commerciales du Canada. Les
analyses juridiques ont suggéré, cependant, que la prestation concurrentielle et 3 but
lucratif envisagée dans le rapport Kirby et par certaines provinces peut rendre les

soins de santé plus vulnérables i des défis sous TALENA et TAGCS. Le gouvernement
canadien a essayé de contredire cette interprétation en insistant sur I'importance du
financement public comme principal critére pour soustraire les soins de santé aux
accords commerciaux; mais maintenant la possibilité de financer les services médicaux
essentiels avec des fonds privés, tel qu'indiqué par la décision de la Cour supréme

dans laffaire Chaoulli c. Québec, fait paraitre cet argument un peu risqué également. Il
appert que le Canada a mal anticipé les interactions possibles entre le droit national,
international et constitutionnel lorsqu'il a pris des engagements envers 'OMC en
matiere d'assurance-santé privée en 1997. Le temps est donc venu de reconnaitre la
fragilité de la frontiére entre les politiques de santé et les politiques commerciales, de
tenir pleinement compte des risques et des colits associés aux engagements pris dans
le cadre des accords commerciaux lorsquon entreprend une réforme des soins de santé,
et de renforcer la séparation entre lassurance-santé publique et privée.

HE ADVENT OF THE NORTH AMERICAN FREE TRADE AGREEMENT

(NAFTA) and the World Trade Organization's General Agreement on

Trade in Services (GATS) raised concerns about whether and to what extent
NAFTA and GATS obligations might apply to Canada’s health sector. Many observ-
ers have agreed that, generally speaking, it appears unlikely that most medically neces-
sary services provided through public health insurance in Canada fall within the scope
of either NAFTA or GATS, in large part because the “public” nature of Canada’s
healthcare financing is a more important factor in determining the scope of exemp-
tions from trade treaty obligations than the primarily “private” nature of Canada’s
healthcare delivery (i.e., the use of private for-profit and not-for-profit actors and
institutions to organize, manage and provide health services) (Epps and Flood 2002;

Van Duzer 2004b; Crawford 2005).
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The recent trend towards market-based reform proposals, most of which experi-
ment with competitive models of delivery as a way to improve efficiency and sustain-
ability of the system, has raised new questions about the risk that Canada will incur
trade treaty obligations that could constrain future policy options. The Government
of Canada and other defenders of Canada’s participation in NAFTA and GATS have
argued that this risk is acceptably small, relying once again on the crucial distinction
between financing and delivery (Deber 2002): how healthcare is paid for (i.e., whether
hospital and physician services under medicare are paid for through public or private
insurance) is the point that matters most in developing legal tests for NAFTA and
GATS obligations (DFAIT 2005).

The Supreme Court decision in Chaoulli v. Attorney-General (Quebec) — a case that
struck down a Quebec law prohibiting private health insurance for publicly insured
hospital and physician services — is about financing. As Quebec and other provinces
consider their options in terms of introducing private health insurance to cover physi-
cian and hospital services, we must carefully re-examine the relationships between
trade treaties, proposals for healthcare reform and the insurance market. This paper
contributes to that discussion by investigating two questions in the light of the Chaoulli
decision: first, whether the present degree of insulation of public healthcare from trade
treaty obligations can be maintained in the face of growing pressures for liberalization,
both inside and outside the healthcare system; and second, what policy options can
best restore and secure the balance between trade and health policy in the future.

The Scope of Chaoulli and Its Significance for the Interface
Between Trade Policy and Healthcare Reform

In Chaoulli, the Supreme Court of Canada decided in a narrow 4-3 judgment to
invalidate Quebec’s prohibition against the sale of private insurance for core medical
services provided through medicare on the grounds that it violated the guarantee of
rights “to life and to personal inviolability” in Quebec’s Charter of Human Rights and
Freedoms (s. 1). Although Deschamps J. noted in the majority judgment that section 1
of the Quebec Charter is broader in scope than the equivalent section of the Canadian
Charter of Rights and Freedoms, three of the concurring justices (Chief Justice
McLachlin, Justice Major and Justice Bastarache) also found Quebec’s ban to be in
contravention of the guarantee of “life, liberty and security of the person” contained

in section 7 of the Canadian Charter of Rights and Freedoms. While the McLachlin/
Major judgment allows that the prohibition on obtaining private health insurance
“might be constitutional in circumstances where healthcare services are reasonable

as to both quality and timeliness,” it leaves open the possibility for challenges to even
less restrictive legislation aimed at promoting the single-payer principle (such as the
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measures in Ontario, Nova Scotia and Manitoba that prevent physicians from charg-
ing more privately than they would receive in the public plan) if such laws are found
to have prevented certain individuals from gaining timely access to medical treatment
(Flood and Lewis 2005).

In contrast, the dissenting minority judgment of Justices Binne, LeBel and Fish
found that the “debate [about whether government ought to discourage a second pri-
vate tier of healthcare] cannot be resolved as a matter of constitutional law by judges.”
Noting that the Quebec health plan shared the health policy objectives of the Canada
Health Act, i.e., that Quebec wanted a health system where access is governed by need
rather than by wealth or status, the dissenting justices were unprepared to pre-empt
an ongoing public debate over fundamental social policy in the absence of a clear
violation of an established principle of fundamental justice. In their view, even the
broader wording of the Quebec Charter could not justify striking down the law, in
the light of that Charter’s requirement that rights be exercised with “proper regard” to
“democratic values, public order and the general well-being of the citizens of Québec’

While couched in the language of constitutional interpretation, the dissent
expressed the more general standpoint of critics of judicial activism in matters of com-
plex social policy: “Designing, financing and operating the public health system of a
modern democratic society remains a challenging task and calls for difficult choices. ...
Shifting the design of the health system to the courts is not a wise outcome” (Chaoulli
2005: para. 276). Some critics of the Chaoulli decision who believe in the appropriate-
ness of political solutions to the problem of waiting lists in the healthcare system may
advocate that Canadian governments be prepared to use the Canadian Charter’s sec-
tion 33 (the “notwithstanding” clause) in response to the Chaoulli ruling (Evans 2005).
This would permit Parliament to override the effect of the ruling for five years before
it would be reviewed again.

Although it is seldom remarked upon, the ban on private health insurance has
also been a fundamental assumption of Canada’s trade policy ever since NAFTA and
GATS took effect over a decade ago. That is because, in order to assure Canadians
that the expansion of trade liberalization to include services would not adversely affect
our healthcare system, while at the same time assuring the Canadian life and health
insurance industry that it could gain more secure access to foreign markets through
trade agreements, public insurance and private insurance were sharply distinguished.
Public insurance was delineated as financing medically necessary physician and hospi-
tal services through provincial health plans. Private insurance was strictly reserved for
services that, whatever their status in other countries, are “supplemental” to the core of
medicare in Canada and are not publicly funded. This complete separation between
public and private insurance appears to have been taken for granted by Canadian gov-
ernments, which negotiated specific commitments for financial services under GATS
and made no attempt to exclude private health insurance from the terms of NAFTA.
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Is Healthcare Really “Off the Table” in International Trade

Negotiations?

The two major principles that have been developed as essential to the long-term
achievement of trade liberalization are the most-favoured-nation principle (MFN),
or external non-discrimination by a member country among its foreign trading part-
ners, and the national treatment principle, or non-discrimination between foreign and
domestic interests inside a member country. If MFN were applied to a service in the
healthcare sector, the degree of access to the Canadian market afforded to that serv-
ice imported from one “most-favoured” trading partner would have to be extended to
all other trading partners who are parties to the same trade agreement. (Conversely,
Canadian healthcare exporters of that service would be entitled to the same degree of
access to the market of any other signatory country as that country’s most-favoured
partner.)

This obligation would not necessarily be onerous or highly disruptive of our
healthcare system because it does not require that we open our markets to foreign
suppliers, only that we not discriminate among those suppliers when we do. However,
if governments experiment with private insurance, subsequently change their mind
and wish to return to the present status quo, this policy switch may be thwarted by
the prospect of having to compensate foreign suppliers who lose business access as a
result.

The effects of the national treatment could be potentially even more intrusive
and less consistent with the principles governing our existing healthcare system. The
principle requires that foreign suppliers of a particular health service be given the
same commercial opportunities as domestic suppliers. For example, applying national
treatment to hospital services could force Canadian hospitals to compete with foreign
corporate for-profit hospital chains, a possibility that could have far-reaching conse-
quences for the nature of the service.

If by “medicare” we mean the two major publicly funded programs of hospital
services and physician services (Evans 2003), then we may state that it has not yet
been subjected to either MFN or national treatment obligations. Nevertheless, when
the complex and changing nature of healthcare services funding and delivery is com-
bined with the broad and largely untested scope of GATS and NAFTA rules, there
is also bound to be a large penumbra of uncertainty surrounding the application of
those rules. Estimating healthcare’s insulation from trade treaties is therefore a proba-
bilistic, not a categorical, exercise (Crawford 2005).

The task is further complicated by the very different architectures of NAFTA and
the WTO/GATS. Under NAFTA, which is principally a “top-down” agreement that
imposes its obligations except where expressly exempted, reservation clauses are the
most important instrument for shielding public healthcare. The most serious concern

raised by NAFTA for healthcare policy is whether changes in the domestic policy
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environment — such as the expansion of private health insurance, changes in the scope
of the public system or even the expansion of for-profit delivery — might cause impor-
tant, medically necessary services to be no longer shielded from national treatment,
MEN or other NAFTA obligations. This exposure could in turn lead to NAFTA
claims for financial compensation by US or Mexican private investors if governments
tried to establish or re-establish a public monopoly. Under GATS, which is primarily
a"bottom-up” agreement, national treatment and associated market access obligations
apply only when countries choose to list them in their schedules of specific commit-
ments. (A special exemption clause for services “supplied in the exercise of governmen-
tal authority” also exists to protect certain public services from being covered by the
more generally applicable GATS MFN and transparency obligations.) Failure to meet
these obligations could lead to a claim by governments of affected service suppliers
and an award by a WTO dispute panel of compensation in the form of trade conces-
sions to those countries.

It might seem a simple matter to avoid making any such commitments that could
affect medicare, but in practice it is proving to be more difficult. In particular, the
supply of private health insurance was classified for GATS purposes as a “financial
service, an area in which Canada has a comparative advantage and has been aggres-
sive in seeking reciprocal commitments. Insurance exports rose from $1.957 billion
annually to $3.067 billion between 1990 and 2001, and imports from $2.238 billion
to $4.462 billion. Like other knowledge-intensive commercial services, this industry
is an important source of Canadian competitiveness and high-paying jobs. It is thus
not surprising that Canada has continued to make offers in this sector in the WTO'’s
Doha round of negotiations since 2001, including an offer in 2003 of commitments to
open foreign bank entry, to ease foreign ownership restrictions and to improve trans-
parency of financial regulations. It now appears in the wake of Chaoulli, however, that
the Canadian government failed to anticipate the possible repercussions of making
commitments with respect to market access and national treatment in the area of pri-
vate health insurance when it concluded the Financial Services Agreement along with
103 other WTO members in 1997.

NAFTA Reservations and Healthcare

NAFTA is a large document, running over a thousand pages, which, in addition to
liberalizing trade in goods between Canada, the United States and Mexico (virtually
all trade in the NAFTA region has flowed tariff-free since 2003), has helped break
new ground in such areas as government procurement, investment, services trade,
intellectual property and dispute settlement. Investment was a key item on the US
agenda in its negotiations with both Canada (in the earlier Canada—US Free Trade
Agreement) and Mexico. Chapter 11 (investment) extends national treatment and
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MEN rules to the establishment of new businesses, raises the threshold for the review
of foreign direct investment by the Canadian government and states that the expro-
priation of businesses can occur only for a “public purpose,” on a non-discriminatory
basis and for financial compensation at “fair market value.” Chapter 12 (services) con-
tains similar provisions imposing national treatment and MFN obligations on each
country’s policies towards service providers, although it does contain (in Article 1201)
a provision that nothing in the agreement shall be construed to prevent a party from
providing such services as social welfare, public education, health and child care. Both
of these chapters are also explicitly subject to reservations and exceptions set out in
each country’s schedule to Annex I.

The view that the scope of NAFTA reservations in relation to health services is
sufficient to protect publicly funded healthcare in Canada from any NAFTA challenge
is a reasonable interpretation from a static perspective, based upon the accepted defi-
nitions of public and private health services at the time of NAFTA's inception (Epps
and Flood 2002; Van Duzer 2004a). Canada’s Annex I Reservation states that all
provincial government measures that were in force as of January 1, 1994 are outside
NAFTA rules relating to national treatment, MFN and some other disciplines relating
to local-presence requirements for cross-border services and nationality requirements
for senior managers. Laws, measures or amendments thereto subsequent to January
1, 1994 that exclude or otherwise discriminate against US and Mexican providers of
services are contrary to NAFTA, unless they are saved by the Annex II Social Service
Reservation.

Under Annex IT of NAFTA, each party reserved the right to adopt or maintain
any measure relating to health services that may be characterized a“social service
established or maintained for a public purpose.” The precise scope of this Social
Service Reservation is the subject of much debate and speculation. The US Trade
Representative in 1995 suggested that the reservation is intended to cover only serv-
ices that “are similar to those provided by government, such as childcare or drug treat-
ment programs’; if those services are supplied by a private firm on a profit or non-
profit basis, chapters 11 (investment) and 12 (services) would apply. The Canadian
government has claimed that, to the contrary, NAFTA panels should look at the gov-
ernments intent in determining whether a service is “established or maintained for a
public purpose.” Legal academics generally agree that an objective test based on general
criteria for what constitutes a public service is necessary. Where full state funding is
combined with extensive government control over delivery, then there is a very strong
case for the application of the reservation. It is probable (though by no means certain)
that full state funding alone is sufficient, even where governments permit competition
and for-profit delivery in the interests of efficiency (Epps and Flood 2002).

Accordingly, the fact that insured services are designated by a provincial govern-
ment as “‘medically necessary” and are paid for by a public authority is a good indica-
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tion that such services fall within Annex IT and thus outside NAFTA.

If governments choose to respond to the Chaoulli decision by allowing the growth
of private insurance to cover services that are presently publicly insured (medically
necessary hospital and physician services), then the condition of government-funded
monopoly will disappear. It is already apparent that the Social Service Reservation
does not protect measures related to for-profit, privately funded services of physicians
and other healthcare professionals, or privately funded home care or nursing home
services (Van Duzer 2004a). It is very likely that allowing private insurance for servic-
es designated as “medically necessary” would further reduce the scope of this NAFTA
reservation (Epps and Schneiderman 2005).

GATS “Governmental Authority” Exclusion

Canada’s GATS obligations present a similar picture of current insulation of
healthcare coupled with increasing future vulnerability to coverage (Van Duzer
2004b; Crawford 2005). GATS contains an exemption from the most basic MFN
and transparency obligations for services “supplied in the exercise of governmental
authority,” which are defined in Article I:3 as any service that is “supplied neither on

a commercial basis, nor in competition with one or more service suppliers.” The legal
meaning of ‘competition” probably involves consumers’ ability to choose between “like”
services offered by different suppliers, but it is unclear, even if services are fully pub-
licly funded and competition is tightly regulated, whether the system would still meet
the GATS criterion. There seems to be little doubt, however, that the introduction of
private competition on the financing side would guarantee that the service being sup-
plied would fall outside the Article I:3 exclusion. Similarly, any finding of supply to be
‘on a commercial basis” would need to consider a range of criteria: whether a service
is supplied on a for-profit basis; whether user fees are charged; whether any revenues
earned in excess of cost are devoted to fulfillment of a not-for-profit purpose; and

the degree of government involvement and control over conditions of service delivery.
Most of these criteria, when applied to core medical services as they are currently sup-
plied in Canada, would not indicate their classification as being supplied “on a com-
mercial basis” (Krajewski 2003; Van Duzer 2004b; Crawford 2005).

In its response to ]. Anthony Van Duzer’s (2004b) report, Health, Education and
Social Services in Canada: The Impact of the GATS, the government agreed with most
of these conclusions, except that it questioned whether ‘degree of government involve-
ment is a determinant of whether or not a service is provided on a commercial basis”
and argued that a wider range of services, such as physician services operating outside
of hospitals, would fall within the scope of “governmental authority” (DFAIT 2005).
It is not surprising that the Government of Canada would put forward a slightly
broader interpretation of the GATS exclusion clause than that of GATS critics or
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most of the leading legal academic opinions. The crucial point is that the federal
governments emphasis on public funding as the criterion for what is excluded from
GATS coverage helps to downplay the risk that expansion of publicly funded and pri-
vately delivered healthcare or Kirby-style reforms (i.e., experiments with competitive,
private for-profit or not-for-profit delivery) (Standing Committee on Social Affairs,
Science and Technology 2002) will incur those obligations. But the government's reli-
ance and emphasis on protections being sourced in the extent of public funding clearly
exposes the dangers that arise from allowing inroads from private insurance and other
forms of financing,

Specific GATS Commitments: The Scope of National
Treatment and Market Access Obligations

The most onerous WTO/GATS obligations are those that are incurred through
commitments to accept national treatment and market access obligations in specific
sectors. A look at Canada’s Schedule of Specific Commitments shows that Canada
has avoided undertaking obligations in respect of “health and public education,” con-
sistent with its pronouncements. There is one notable and worrisome exception:
private insurance, such as Blue Cross, is categorized as a “financial service” for WTO/
GATS purposes, just as it is for NAFTA purposes. Canada in 1997 made a commit-
ment in “life, accident and health insurance services,” subject only to the limitation on
market access that these services ‘must be supplied through a commercial presence”
(ie., through direct investment and establishment within Canada).

Some critics and health policy advocates have worried that public health insur-
ance is possibly already covered under Canada’s GATS commitments on financial
services (Sanger 2001). In response, the Government of Canada has maintained that
Canada’s commitments with respect to “health insurance services” are clearly restricted
to supplemental health insurance services provided by private insurers, since GATS
excludes governmental services that are not “in competition with one or more service
suppliers.” Technically, the government has probably been right, at least to date — the
distinction between public and private health insurance is likely to be recognized by
WTO dispute panels because medicare is not insurance in the same sense as private
life insurance or other financial services. The main threat of a trade challenge stems
from compensation claims created by the expansion of medicare into territory previ-
ously occupied by private insurers, not from a failure to enter specific limitations that
would shield existing provincial public health insurance plans from GATS commit-
ments or a misplaced faith in a narrow Article I:3 exclusion clause (Van Duzer 2004b:
n. 5, 417-425).

But now there is Chaoulli, and all the old conclusions and safe harbours must be
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revisited. The assumption that medically necessary services are “public” and that sup-
plemental insurance is “private” — that the two areas of insurance are mutually exclu-
sive — clearly underpinned the government’s decision to make commitments in private
health insurance in the first place. If Canada’s public health insurance plans are forced
by judicial decisions into competition with private suppliers, then that fundamental
assumption no longer obtains and the worries of GATS critics over medicare’s vul-
nerability to GATS obligations will be warranted. In response to the question, “Will
GATS commitments for private insurance prevent Canada from expanding medi-
care?,” the Government of Canada has stated on its website that “foreign firms rep-
resent a minority of the private health insurance market,” that “private insurers could
lose some customers without affecting their overall profitability, making compensation
unnecessary” and that “it would be premature to speculate on any potential implica-
tions that may arise from any proposed policy changes affecting private health insur-
ance” (DFAIT 2005). Again, these comforting conclusions were all reached prior to
the Chaoulli decision. The principal issue now is not how much the development of a
private insurance market could prevent expansion of medicare, but whether medicare’s
current monopoly on single-payer insurance can continue to be protected. It is no
longer premature, but indeed necessary, to consider how much foreign penetration of
the Canadian market, when combined with lifting the ban on private insurance, could
result in a combination of potential NAFTA financial compensation to private inves-
tors and GATS compensation in the form of trade concessions to WTO member
governments that would make reversing market-based changes difficult.

Conclusion

If, as a result of the Chaoulli decision, the stage is set for the introduction of parallel
private coverage for services currently covered by the public system, there will be an
interesting debate in Canada about whether Parliament and provincial legislatures
should use the “notwithstanding” clause. But as long as Chaoulli does not lead to the
creation of a full-blown, two-tier health system in Quebec and across Canada, it
should serve as a salutary “shot across the bow” that not only galvanizes governments
to shorten waiting lists, but also to “trade-proof” their health policies.

First, in order to increase the chances that NAFTA reservations and the GATS
exemption clause will apply to any given policy, a checklist of objective criteria likely to
be used by NAFTA and WTO dispute panels should be kept in mind and assigned
values in the cost-benefit analyses of policy options. These include: the extent of gov-
ernment regulation and control over delivery of the service; the degree to which the
service is provided by not-for-profit organizations; the presence of competitive and
commercial markets; and, perhaps most importantly, the degree of public versus pri-
vate financing.
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Second, healthcare reforms can be structured to minimize the opportunities for
US and Mexican investors to claim compensation under the expropriation provisions
of chapters 11 and 12 of NAFTA. In order to accomplish this, however, the agnostic
attitude of the Kirby Committee towards public versus private delivery of healthcare
may need to be modified, and the benefits of expanded private financing promoted
by the Mazankowski Commission will need to be reassessed. It is ironic that the
two most influential advocates of greater competition and market-based reform of
Canadian healthcare have not invested a commensurate amount of effort into investi-
gating the trade treaty implications of their proposals (Grieshaber-Otto and Sinclair
2004).

On the policy front, it is noteworthy that in Canadas initial requests for GATS
market access commitments in 2002, its initial conditional GATS offer in 2003 and
its more recent revised offer, Canada has consistently maintained that it has preserved
full policy flexibility with respect to health, public education and social services, while
at the same time continuing to push for a more liberalized global market for financial
services. A similar position is being taken with respect to the negotiations towards the
Free Trade Area of the Americas (FTAA).

Canada has also been vigorously promoting its healthcare exports (which are cur-
rently worth about $5 billion annually), especially in the areas of bio-health, medical
devices, pharmaceuticals and telehealth, while avoiding them as subjects for trade
negotiations, out of sensitivity to domestic concerns. None of these positions are nec-
essarily inconsistent or wrong; indeed, they may well be wise. They should be accom-
panied by three caveats, however:

+ Binding commitments to open markets to greater penetration by foreign service
providers should always take into account the potential compensation costs that
may be incurred should policy priorities or policy environments unexpectedly
change.

+  The classification of services for one purpose may have unintended and unfore-
seen consequences for other purposes.

+  The separation between public and private financing of healthcare should never be
assumed to be either clear or immutable.

In this regard, one measure could help to repair the firewall between private and
public insurance that was damaged by Chaoulli, and thereby serve to restore and
secure our domestic health policy space. Article XXI of GATS sets out the proce-
dures for the withdrawal or modification of members’ specific commitments. The
member concerned must give at least three months notice, and then negotiate com-
pensatory adjustments with other countries whose trade interests have been affected,
with the compensation applied on an MFN basis. (If an affected member is not satis-
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fied with the compensation offered, it can refer the matter to arbitration.) The abil-
ity of WTO members to withdraw their commitments has long been touted by the
WTO Secretariat and member governments as a flexible feature of GATS. Canada
should now put this claim to the test by withdrawing, or at least modifying, its 1997
commitment covering private health insurance. Whatever the cost or difficulty of such
a procedure, we can be reasonably certain that it will never be purchased at a lower
price.

Correspondence may be directed to: Mark Crawford, Department of Political Science, University
of Northern British Columbia; email: mchammer@technologist.com.
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Abstract

In this study, we identify the significant factors associated with having difficulties
accessing first-contact healthcare services. Population-based data from two national
health surveys, the Health Services Access Survey and the Canadian Community
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Health Survey, were used to identify respondents who required first-contact services
for themselves or for a family member during 2003. Fifteen percent of Canadians
reported difficulty accessing routine care, and 23% reported difficulties with imme-
diate care. Physician/service availability was the chief reason cited for difficulties
accessing routine care, while for urgent care, it was long wait times. Women, younger
respondents and residents of eastern Canada and Quebec were consistently more like-
ly to report difficulties accessing both types of these first-contact services, whereas less
educated Canadians were less likely to report problems. Canadians without a regular
family doctor were more than twice as likely to report difficulties accessing routine
care compared to those who had a regular doctor. New immigrants were almost two
and a half times more likely to report difficulties accessing immediate care than were
Canadian-born respondents. Household income was not associated with difficulties
accessing either type of care. The relatively low level of reporting of difficulties by
older and less educated Canadians may be related, in part, to more modest expecta-
tions about the healthcare system.

Résumé

Dans cette étude, nous répertorions les principaux facteurs liés aux obstacles a l'accés a
des soins de santé de premiére ligne. Nous avons utilisé des données sur la population
provenant de deux enquétes nationales sur la santé — I'Enquéte sur lacces aux services
de santé et 'Enquéte sur la santé dans les collectivités canadiennes — pour repérer les
répondants qui avaient besoin davoir accés A des services de santé de premiére ligne
pour eux-mémes ou pour un membre de leur famille en 2003. Quinze pour cent

des Canadiens ont dit avoir éprouvé des difficultés & avoir accés A des soins de base,

et 23 % ont dit avoir eu de la peine a trouver des soins immédiats. Les femmes, les
répondants plus jeunes et les résidents de 'Est du Canada et du Québec étaient les
plus susceptibles de signaler des difficultés d'accés aux deux types de soins de santé de
premiére ligne, tandis que les Canadiens peu instruits étaient moins susceptibles den
faire mention. Les Canadiens qui n'vaient pas de médecin de famille étaient plus que
deux fois plus susceptibles de signaler des difficultés que ceux qui en avaient un. Les
nouveaux immigrants étaient presque deux fois plus susceptibles de signaler des dif-
ficultés d'accés a des soins immédiats que les répondants nés au Canada. Il existe un
profil sociodémographique indéniable associé au signalement des difficultés d'acces
aux soins de premiére ligne au Canada. Le niveau relativement faible de signalement
des difficultés d'acces par les Canadiens plus 4gés et moins instruits peut étre lié, en
partie, A des attentes plus modestes 4 Iégard du systéme de soins de santé.
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CCESS TO HEALTHCARE SERVICES CONTINUES TO BE AT THE FOREFRONT OF

the health policy debate in Canada. In a recent national consultation, timely

access to healthcare services was identified as a key area for health research
(Dault et al. 2004). Access to healthcare services can be conceptualized as having two
key components: potential access, defined as the process of accessing care, and real-
ized access, defined as the actual use of healthcare services (Aday and Andersen 1974,
1981). Increasingly, health services data and national health surveys have been used to
monitor realized access indicators, such as rates of physician visits, surgery and use of
diagnostic tests (Statistics Canada and CIHI 2005; CIHI 2004). Researchers are also
using health services data in conjunction with health status and socio-demographic
information to clarify who is accessing services and what clinical and non-clinical fac-
tors may affect service use (Roos and Mustard 1997; Dunlop et al. 2000; Finkelstein
2001; Glazier et al. 2000; Black et al. 1995; Roos et al. 2003).

Although health services use can tell us about realized access, it cannot inform us
about potential access — the experiences of patients in the process of accessing care,
including whether or not they face difficulties obtaining the care they need when they
need it. Recent concerns about lengthy waits and timely access to care in Canada have
shifted the focus towards the need for more information regarding patients’ experi-
ences in accessing healthcare services (Sanmartin et al. 2002). Measures of access dif-
ficulties have been included as part of a suite of indicators agreed upon by ministries
of health across the country to report on the performance of the healthcare system
(Performance Reporting Technical Working Group 2004). These performance indica-
tors revealed that up to one in four Canadians requiring healthcare services, such as
routine primary care and immediate care for a minor health problem, encountered dif-
ficulties. Barriers such as contacting a healthcare provider and long waits were identi-
fied as key problems (Sanmartin, Gendron et al. 2004).

There are strong arguments for concern about patients’ experiences in the proc-
ess of accessing care. Those who experience difficulty may delay seeking and obtain-
ing treatment, underuse preventive healthcare services and be at greater risk for the
complications of delayed diagnoses. These potential consequences, in turn, may put
increased financial pressure on the healthcare system if individuals arrive in the system
sicker and stay in it longer. Therefore, it is important to extend the work on access to
care beyond the use of services towards a more comprehensive understanding of the
process of accessing care.

In this study, we used data from two national health surveys to explore the deter-
minants of potential access to first-contact healthcare services. We examined a range
of demographic, socio-economic and health status variables, all hypothesized to be
associated with access to care (Andersen 1995) to better understand the characteris-
tics of Canadians reporting difficulties accessing first-contact healthcare services.
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Methods
Data

The study is based on cross-sectional analysis of data from the 2003 Health Services
Access Survey (HSAS). The HSAS was designed specifically to collect additional
information regarding patients experiences accessing healthcare services and was con-
ducted by Statistics Canada as a supplement to the Canadian Community Health
Survey (CCHS). The CCHS is a large, cross-sectional survey containing information
on the health status and healthcare use of Canadians, with a sample size of 135,575
(Beland 2002). The survey represents approximately 98% of the population aged 15
and older living in private dwellings in the 10 provinces. 36,731 CCHS respondents
were selected by stratified random sampling to participate in the HSAS. The response
rate was 87%, resulting in a final sample size of 32,005. Data were collected by pet-
sonal and telephone interviews between January and December 2003.

The study sample includes all those who required the following types of first-
contact services for themselves or for a family member in the 12 months before the
survey: routine care provided by a family or general practitioner, such as annual exam-
inations or ongoing care for an illness (n = 18,339), or immediate care for a minor,
non-life-threatening health problem, such as a fever or minor cuts and burns (n =
10,113). Immediate care for these minor health problems could have been sought
from a variety of providers, including family physicians, walk-in clinics and urgent-
care facilities such as hospital emergency rooms. Respondents could be represented in
both samples if they required both types of services. Respondents were asked whether
they experienced difficulties getting the care they needed for themselves or for a family
member (yes/no). All respondents to the HSAS were also asked whether they had a
regular family physician (yes/no).

The HSAS data were linked to the CCHS data to obtain respondents’ demo-
graphic, socio-economic and health status information. Information derived from the
CCHS included gender, age, province of residence, rural or urban residence, immigra-
tion status, number of children 12 years of age or under in the household, lone-parent
status, education, income level and employment status. Lone-parent status was deter-
mined using information identifying family relationships within households. Lone
parents were defined as either female or male parents living with children under 25
years of age. Education information represented the highest level of education attained
by the respondent: less than secondary school graduation; secondary school gradua-
tion, no post-secondary education; some post-secondary education; and post-second-
ary degree or diploma.

Respondents were classified into one of the following four groups based on total
household income adjusted for household size: lowest income (<$15,000 if 1 or 2
people in household; <$20,000 if 3 or 4 people; <$30,000 if 5+ people); lower-mid-
dle income ($15,000 to $29,999 if 1 or 2; $20,000 to $39,999 if 3 or 4; $30,000
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to $59,999 if 5+); upper-middle income ($30,000 to $59,999 if 1 or 2; $40,000 to
$79,999 if 3 or 4; $60,000 to $79,999 if 5+); or highest income (>$60,000 if 1 or
2; >$80,000 if 3+). Individuals between the ages of 15 and 75 who had worked in
the previous year were classified as working either full time (>30 hours per week) or
part time (<30 hours per week). Those over 75 years of age and those who had not
worked in the previous year were classified as not working,

CCHS respondents were asked to describe their overall general health status as
either excellent, very good, good, fair or poor. Responses were collapsed into three
categories: fair/poor, good and very good/excellent health. As a more precise mobility
measure, we included the concept of activity limitation. Individuals were asked wheth-
er or not they required assistance with a range of activities, such as preparing meals or
shopping for groceries or other necessities, owing to health reasons.

Analysis

We used univariate analyses and logistic regression (weighted) to examine the relation
between the two principal outcome measures (difficulties accessing routine healthcare
and difficulties accessing immediate care) and various demographic, socio-economic
and health status factors. We used the bootstrap technique to determine the signifi-
cance of the odds ratios (ORs) and to estimate 95% confidence intervals. This tech-
nique fully accounts for the design effects of the survey (Davison and Hinkley 1997).

Results

According to the HSAS results, 15% of Canadians needing first-contact health serv-
ices reported difficulty accessing routine care, and 23% reported difficulties obtaining
immediate care (Table 1). When compared with the general CCHS sample, the linked
HSAS subsample had a higher proportion of female respondents and tended to be
more highly educated. Individuals requiring routine care tended to be less represented
in the youngest age group (<35 years) and reported poorer health status than did the
general CCHS population. Individuals requiring immediate care for themselves or for
a family member were more likely to have children under age 12 in the household and
to have full-time employment compared with the general CCHS population.

The unadjusted rates for difficulties accessing routine care ranged from a low
of 8% for respondents aged 65 years and over to a high of 28% for those without a
regular family doctor. For difficulties obtaining immediate care, the rates ranged from

14% among those aged 65 and older to 43% among new immigrants (immigrated <5
years) (Table 2).
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TaBLE 1. Characteristics of persons who required first-contact health
services (HSAS subsample) and of the general population, Canadian
Community Health Survey (CCHS)

PERCENTAGE OF THE POPULATION
ROUTINE CARE  IMMEDIATE CARE ~ GENERAL

SUBSAMPLE SUBSAMPLE POPULATION
(N=18,339) (N=10,113) (N=135,575)

Difficulties accessing care

Yes 4.8 22.7 n/a

No 85.2 77.3
Gender

Female 55.9 54.1 49.3

Male 44.1 45.9 50.7
Age group

<35 24.0 36.7 36.3

35-64 58.3 55.6 49.5

65+ 17.6 7.7 14.2
Residence

Rural 18.5 17.9 18.8

Urban 81.5 82.1 81.2
Region

East 8.3 8.3 7.6

Quebec 26.7 22.9 24.0

Ontario 38.7 40.3 38.7

West 26.3 28.5 29.7
Immigration status

Immigrant (<5 yrs ago) 2.2 3.0 3.6

Immigrant (=5 yrs ago) 18.3 16.3 18.1

Not an immigrant 79.5 80.7 79.3
Number of children <12 yrs of age

> | child 12.0 19.3 1.8

| child 12.8 18.1 13.5

None 752 62.7 74.7
Lone-parent status

Yes 4.6 54 55

No 95.5 94.6 94.5
Education

Less than high school 203 16.8 26.7

High school/Some post-secondary 259 26.3 25.9

Post-secondary degree/diploma 537 56.9 47.4
Income

Lowest quartile 6.7 6.5 7.6

Lower-middle quartile 17.8 6.2 6.5

continued
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Upper-middle quartile 30.5

Highest quartile 32.1

Missing 12.9
Job status

Full time 55.9

Part time 13.5

Not working 30.6
Health status

Fair/poor 14.1

Good 323

Excellent/very good 53.6
Some restriction

Yes 7.7

No 82.3
Regular family doctor

Yes 7.9

No 92.1

Note: Because of rounding, proportions may not total 100%.
HSAS = Health Services Access Survey
n/a = data not available

27.9
36.3
13.1

65.0
15.6
19.4

10.1
30.4
59.5

12.7
87.3

1.2
88.8

28.6
30.6
16.8

557
12.8
315

.3
30.2
58.4

13.6
86.4

n/a

taBLE 2. Unadjusted rates (%) of reporting difficulties accessing routine

and immediate healthcare

PERCENTAGE OF THE POPULATION

ROUTINE CARE IMMEDIATE CARE
(N=18,339) (N=10,113)

Gender

Female 17.0 26.2

Male 14.3 21.9
Age group

<35 18.0 26.4

35-64 17.4 24.2

65+ 7.6 13.5
Residence

Rural 16.7 23.7

Urban 15.6 26.5
Region

East 16.3 24.9

Quebec 18.7 26.1

Ontario 15.4 25.0

West 13.3 21.4

continued
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Immigration status

Immigrant (<5 yrs ago) 15.8 42.9

Immigrant (=5 yrs ago) 1.5 23.2

Not an immigrant 16.8 23.6
Number of children <12 yrs of age

> | child [5.1 22.8

| child 17.9 26.8

None 18.2 26.5
Lone-parent status

Yes 19.2 27.3

No 15.7 24.0
Education

Less than high school 1.3 18.1

High school/Some post-secondary 4.2 24.5

Post-secondary degree/diploma 18.1 257
Income

Lowest 4.4 29.0

Lower-middle 13.8 234

Upper-middle 17.4 22.5

Highest 16.8 253

Missing 13.2 23.5
Job status

Full time 18.3 254

Part time 18.1 22.6

Not working 10.4 21.9
Health status

Fair/poor 6.5 22.2

Good 16.7 25.2

Excellent/very good 15.1 24.0
Some restriction

Yes 17.8 24.8

No 15.4 24.1
Regular family doctor

Yes 14.7 23.9

No 28.4 26.5

Over half (54%) of the respondents who experienced problems accessing routine
care cited physician and/or service availability as the primary barrier, and 43% cited
long waits (Table 3). Conversely, waiting time was the main barrier reported by 61%
of those who experienced difficulties accessing immediate care, and 41% cited physi-
cian/service availability. Personal reasons, including difficulties with transportation,
language or cost, were identified by fewer than 5% of the respondents who had diffi-
culties getting routine or immediate healthcare.
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TABLE 3. Reasons for difficulties accessing routine and
immediate healthcare

PERCENTAGE OF THOSE REPORTING DIFFICULTIES

ROUTINE CARE IMMEDIATE CARE
(N=2,850) (N=2,693)
Physician/service availability' 54.0 40.7
Waiting too long? 433 60.8
Personal reasons® 32 4.8
Other 12.9 4.3

Notes:

| Includes difficulty contacting a physician or getting an appointment, or services not available in the
area or at the time required

2. Includes waiting too long to get an appointment or to see a physician

3. Includes difficulties due to transportation, language, cost or lack of information

Determinants of difficulties accessing healthcare
ROUTINE CARE

The logistic regression analysis showed that, among respondents who had trouble
accessing routine care, women had significantly higher odds of reporting difficulties
than did men (OR 1.33; p < 0.05), as did those younger than 65 when compared
with those aged 65 and over (OR 1.95 for those <35, p < 0.05; OR 1.90 for those

35 — 64, p < 0.05) (Table 4). Residents of eastern Canadian provinces (OR 1.23, p

< 0.05) and Quebec (OR 1.38, p < 0.05) were also more likely to report difficulties
accessing routine care than were residents of western provinces. Immigrants who have
been in Canada for more than five years were less likely to report difficulties accessing
care (OR 0.71, p < 0.05) compared with Canadian-born residents. Individuals with
less than high school education (OR 0.68, p < 0.05) and those with high school and/
or some post-secondary education (OR 0.76, p < 0.05) were less likely to report dif-
ficulties accessing routine care compared to those with post-secondary level education.

As expected, working status was associated with higher odds of reporting difficul-
ties accessing routine care, with persons working full time (OR 1.57, p < 0.05) or part
time (OR 1.53, p < 0.05) being more likely to report difficulties than those who were
not working.

We also found poor health status to be significantly associated with having prob-
lems accessing routine care. Individuals reporting fair or poor health (OR 1.42, p <
0.05) or good health (OR 1.26, p < 0.05), or some restriction of activities (OR 1.52,
p < 0.05) were more likely to report difficulties than were those reporting excellent or
very good health, or no activity limitation, respectively. Those without a regular family
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doctor were more than twice as likely (OR 2.17, p < 0.05) to report difficulties access-

ing routine care than those with a regular doctor.

We observed no differences in reporting difficulties accessing routine care between

rural and urban residents, by number of children under 12 years of age, by lone-parent

status or across income groups.
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TABLE 4. Results of logistic regression analysis
ROUTINE CARE IMMEDIATE CARE
(N=17,670) (N=9,786)
ODDS  95%  CI ODDS  95%  CI
RATIO RATIO

Gender
Female [.33% [.13  1.57 [26% 1.04 1.55
Male | I

Age group
<35 [.95% 141 272 2.10% 140  3.19
35-64 [.90%* 143 256 [.74% 118 259
65+ | |

Residence
Rural 1.04 087 1.24 [.30%  1.03 1.60
Urban | I

Region
East [.23% 1.02 147 [.24% 1.0l [.51
Quebec [.38% [.12 1.68 [.30%  1.02 .64
Ontario 1.20 098 145 [.2] 097 149
West | I

Immigration status
Immigrant (<5 yrs ago) 0.81 0.41 [.65 2.40*% 126 445
Immigrant (25 yrs ago) 0.71* 055 0.93 1.06 079 138
Not an immigrant I I

Number of children <12 yrs
> | child 0.90 0.69 .11 0.92 074 1.16
| child 1.00 0.71  1.30 1.05 080 1.38
None | |

Lone-parent status
Yes 0.99 0.66 1.50 [.18 082 168
No | I

Education
Less than high school 0.68% 055 0.86 0.69* 052 090
High school/Some post-secondary 0.76* 0.63 092 1.00 0.80 .21
Post-secondary degree/diploma I I

continued
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Income
Lowest [.02 073  1.41 11 0.74 |.64
Lower-middle 0.92 0.70  I.19 0.85 0.65 [.13
Upper-middle [.12 093 I1.35 0.81 0.66  1.00
Highest | |

Job status
Full time [.57% .24 2.0l 1.02 0.80 .37
Part time [.53% .14 207 091 0.67 .27
Not working | |

Health status
Fair/poor |.42% .09 1.81 0.99 0.70 [.39
Good |.26* [.05 1.49 .12 0.89 .39

Excellent/very good I I

Some restriction
Yes |.52% 120 1.90 1.26 093 171
No I I

Regular family doctor
No 2.17% 1.69 273 1.07 079 144
Yes | |

*p < 0.05

IMMEDIATE CARE

Among respondents who had problems accessing immediate care, the influences of
age, gender and region were similar to the findings for routine care. Women (OR
1.26, p < 0.05) and persons under age 65 (OR 2.10 for those <35, p < 0.05; OR 1.74
for those 35-64, p < 0.05) had significantly higher odds of reporting difficulties in
accessing immediate care for a minor health problem. Similarly, residents of eastern
Canadian provinces (OR 1.24, p < 0.05) and Quebec (OR 1.30, p < 0.05) were also
more likely to report difficulties than were those living in western provinces.

However, unlike the findings for routine care, we found that rural residents were
significantly more likely than their urban counterparts to report difficulties access-
ing immediate care (OR 1.30, p < 0.05). In addition, new immigrants (<5 years in
Canada) were nearly two and a half times more likely to report difficulties with imme-
diate care compared with the Canadian-born population. Individuals with less than
high-school education were significantly less likely than were those with a post-sec-
ondary degree to report problems obtaining immediate care (OR 0.69, p < 0.05).

The reports of difficulties accessing immediate healthcare were not influenced by
income level, job status, the presence of young children, lone-parent status, health sta-
tus or access to a regular family doctor.
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Interpretation

This study is the first national-level analysis of Canadians experiencing difficulties
accessing first-contact health services. Overall, we found that 15% of Canadians who
sought routine care and 23% of those who sought immediate care reported difficulties
in accessing care for themselves or for family members. Physician and/or service avail-
ability and long waiting times were cited as the top two reasons for difficulties access-
ing both types of services. Compared with other international jurisdictions, Canada
ranks among the highest regarding difficulties accessing general and family physicians.
In a 2001 multi-country survey conducted by the Commonwealth Fund, 24% of
Canadian respondents indicated long waits as a “big problem” when accessing general
and family physicians compared with less than 15% in New Zealand and the United
States (Blendon et al. 2003). Similarly in 2003, 25% of Canadian respondents indi-
cated that it took six or more days to get an appointment to see a doctor compared
with 2% in New Zealand, 7% in Australia, 13% in the United Kingdom and 19% in
the United States (Schoen et al. 2004).

The results of this study
identified various demo-

graphic, socio-economic and

+++ 15% of Canadians who sought routine health status factors that

care and 23% of those who sought
immediate care reported difficulties

in accessing care for themselves or for
family members. Physician and/or service

were associated with having
difficulties accessing care.
For both routine and imme-
diate care, women (as com-
pared with men), younger

availability and long waiting times were Canadians (as compared
cited as the top two reasons for difficulties with those 65 and over) and
accessing both types of services. those with post-secondary

education were consistently

more likely to report diffi-
culties. As well, residents of eastern Canadian provinces and Quebec were more likely
to report problems than those living in Ontario. The regional findings do not seem
to be closely related to the supply of general and family physicians given that Quebec,
Newfoundland and Nova Scotia have some of the highest levels of physician-per-
capita rates. Prince Edward Island and New Brunswick, however, do have lower phy-
sician-per-capita rates than the national average (CIHI and Statistics Canada 2003).
Income level, on the other hand, was not associated with difficulties accessing first-
contact health services. This result supports the notion that universal health insurance
is effective at eliminating cost-related barriers to care, unlike in the United States, for
example, where income plays a greater role in determining access to care (Blendon et

al. 2002; Sanmartin, Ng et al. 2004).
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The differences we observed across various subgroups may reflect true differences
in experiences accessing first-contact services between women and men, between
older and younger Canadians, between those reporting fair or poor and good or bet-
ter health, between those with more or less education and across different regions. For
example, the higher rates of difficulties reported by women and those reporting poorer
health may result from their different experiences in accessing the healthcare system
(Kazanjian et al. 2004). Women, for example, have more contacts with the healthcare
system in Canada than do men and are more likely than men to be the primary care-
seekers for dependent children and elderly family members (Advisory Committee on
Women's Health Surveillance 1999; Mustard et al. 1998). Similarly, individuals with
poorer health status are more likely to require healthcare services compared with those
reporting very good health. Consequently, these individuals have more opportunities
to experience difficulties accessing care and, therefore, are at higher risk compared
with those less likely to need and use healthcare services.

Alternatively, differences in reporting difficulties accessing the healthcare system
may be the result of differential expectations across groups. In general, patients evalu-
ate their encounters with the healthcare system against a set of expectations about
when and how services ought to be provided (Newsome and Wright 1999; Linder-
Pelz 1982). Expectations, therefore, likely play a key role in an individual's determi-
nation of whether or not difficulties were experienced. Expectations are shaped by
various factors, including social context, demographics and socio-economic status
(Thompson and Sunol 1995). Evidence suggests that older and less educated patients
tend to have more modest expectations and are less likely to be dissatisfied with their
care (Sitzia and Wood 1997). The differences we noted between younger and older
Canadians and between more educated and less educated Canadians may be partially
explained by higher service expectations among younger and more educated patients.

Our study also identified factors associated with difficulties accessing care that are
specific to each type of first-contact service. In particular, we found rural residents and
new immigrants to be at higher risk for experiencing difficulties accessing immediate
care, whereas persons without a regular family doctor were more likely to report prob-
lems obtaining routine care. Urban/rural differences in access to healthcare services
have been a longstanding concern in Canada, given the vastness of our country and
the high concentration of services in more urban areas. Although access to primary
care services in general has been identified as needing improvement (Romanow 2002),
our results demonstrate the need to focus more specifically on access to immediate
care for persons living in rural areas.

We also identified immigrants as an at-risk group for access to first-contact serv-
ices. New immigrants were almost two and a half times more likely to experience dif-
ficulties accessing immediate care compared with those born in Canada. We saw no
differences between new immigrants and Canadian-born respondents regarding access
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to routine care. This could be due to the fact that immigrants tend to use these serv-
ices less frequently and therefore have less opportunity to experience difficulties (Al
et al. 2004). Concerns about access to care among new immigrants have been raised
before (Newbold 2005), and the evidence to date suggests that this difficulty might
be caused by knowledge barriers such as not always knowing where to go to access
services when needed (Neufeld et al. 2002; Steele et al. 2002; Wu et al. 2005). This
hypothesis was confirmed through further analysis of the study data, which indicated
that new immigrants were 10 times more likely than Canadian-born respondents to
identify barriers related to personal circumstances, such as transportation, language,
cost or lack of information about where to go for care.

Our results clearly
indicated that having a

regular family physician had

.+. new immigrants were 10 times more a protective effect against

likely than Canadian-born respondents
to identify barriers related to personal
circumstances, such as transportation,
language, cost or lack of information Respondents wichout a
about where to go for care. family physician were more

having problems accessing
routine care but was not

associated with difficulties
obtaining immediate care.

than twice as likely to report
that they had difficulties
accessing routine care com-
pared with those who had
a regular family doctor. Previous evidence demonstrates that having a regular doc-
tor or regular source of care results in improved access to primary care services such
as preventive care (Lambrew et al. 1996; Grumbach et al. 1993; DeVoe et al. 2003;
McIssac et al. 2001) and reduces the inappropriate use of services such as emergency
rooms (Dunlop et al. 2000; Sarver et al. 2002). In our study, respondents with a regu-
lar family doctor, however, were just as likely to face difficulties accessing immediate
care as were those without a regular family doctor. This finding is supported by other
research showing that even patients with a regular family doctor experience difficul-
ties accessing urgent care when they need it (Love and Mainous 1999; Pereira and
Pearson 2003; Mathews and Barnsley 2003). While it is important to have a regular
family doctor, having one does not always guarantee that patients will have access to
care for all types of services at all times. The study findings support the notion of
changes to primary care that seek to expand patient access to a broader range of pro-
viders who are available outside routine office hours.
The data used in this study are based on self-assessments of need for first-contact
services and of difficulties accessing routine and immediate care in the 12 months

[116] HEALTHCARE POLICY Vol.1 No.2, 2006



Experiencing Difficulties Accessing First-Contact Health Services in Canada

leading up to the survey. This information, therefore, may be subject to recall bias and,
in the case of medical needs, has not been clinically validated. Also, compared with
the general CCHS population, the HSAS subsample was more educated and affluent.
These differences may have influenced the reporting of need for first-contact services
and, in turn, limited the generalizability of the findings to the Canadian population at
large.

In conclusion, information regarding patients’ experiences accessing healthcare
services is needed to provide a more complete picture regarding access to care in
Canada. The results of this study provide valuable insight regarding potential access
to first-contact services. In addition to identifying factors associated with difficulties
accessing care, the study also identifies population groups who may be more vulner-
able to experiencing difficulties accessing specific types of first-contact services. This
information can be used to guide future policy initiatives to improve patients’ experi-
ences in obtaining first-contact services in Canada.
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Abstract

Historically, Alzheimer societies have identified the care partners of persons with
dementia as their central clients. This focus is broadening to include the person with
the disease, as well. This paper presents the results of a Canadian research study
addressing organizational considerations related to effective inclusion of persons with
dementia in planning and decision-making about health services and programs. Our
findings suggest that effective inclusion requires action at multiple levels by individu-
als with dementia, care partners and friends; service organizations and providers; and
funding organizations. Additional research is needed to explore the applicability of
these findings to other organizations in different localities and to examine emergent
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themes further. Of these, one that has received little attention to date concerns the
potential risks associated with effective inclusion.

Résumé

Les sociétés Alzheimer ont toujours considéré les partenaires participant aux soins
des personnes atteintes de démence comme étant leurs principaux clients. Cette
définition est en train de sélargir pour englober les personnes atteintes de la mala-
die elles-mémes. Cet article traite des résultats d'une étude canadienne qui visait 3
cerner les considérations dordre organisationnel liées 4 I'inclusion efficace des per-
sonnes souffrant de démence dans la planification et la prise de décisions relatives
aux programmes et aux services de santé. Les conclusions suggérent que 'inclusion
efficace exige la prise de mesures, 3 des paliers multiples, par les personnes atteintes
de démence, les partenaires en matiére de soins et les amis, les organismes et les four-
nisseurs de services, ainsi que les bailleurs de fonds. Des travaux de recherche plus
poussés sont nécessaires afin dexplorer la pertinence de ces résultats pour dautres
organismes situés a différents endroits et dexaminer plus en profondeur les thémes
émergents. Le risque, par exemple, est un des éléments auxquels on na accordé que
peu dattention jusqu'ici.

EALTH PLANNING PRACTICES ARE SHIFTING AS THE CANADIAN POPULA-
tion ages. Those aged 65 and older will constitute 22% of the Canadian
population by the year 2031 (Health Canada 2002). At present, 8% of
all Canadians 65 or older are identified as suffering from dementia, 5.1% as having
Alzheimer disease. If prevalence estimates are accurate, the number of Canadians
with dementia will rise to 592,000 by 2021 (Canadian Study of Health and Aging
Working Group 1994).

Alzheimer societies are community-based organizations supporting people with
dementia and their care partners (Robson and Locke 2002; Eayrs 2002). In Ontario,
there are 39 local Alzheimer societies providing information, education, individual
and group support, advocacy and referral (Alzheimer Society of Canada 2005).
Historically, Alzheimer societies have identified the care partners of persons with
dementia as their central client. These organizations now want stronger direct work-
ing relationships with individuals with dementia.

This paper reports on a study examining organizational issues relevant to effective
direct inclusion of persons with dementia. The study’s purpose has been to identify
key considerations for the inclusion in decision-making of community members living
with dementia.
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Literature Review

Literature suggests that one crucial component of good governance systems is that
they effectively represent the interests of their stakeholders (Light 2002; Institute

on Governance 2005). Good governance is also described as drawing on democracy,
social responsibility and the public good as guiding principles for the development of
policies and for setting goals regarding citizen participation in organizational decision-
making (Carver 1997). In this same vein, good governance in the field of healthcare
requires organizations to ask how they have helped improve the situation for those
who are least well off and how they may avoid excluding others who are typically mar-
ginalized with respect to resources and supports (Labonte 2004). Wheatley (2005)
and Carver (1997) suggest that participatory leadership approaches are characteristic
of good governing systems.

Our review of the literature on inclusion and good governance identified three
key areas specifically relevant to organizations serving clients with Alzheimer disease:
communication, collaborative management strategies and consumer participation in
organizational decision-making,

Communication with people with dementia

Individuals with dementia are rarely consulted regarding their opinions and prefer-
ences (Nolan et al. 2002). Wilkinson (2002) refers to persons with dementia as one of
the most excluded groups in society.

One recent focus in the
dementia care literature is

on better understanding the
Some strong feelings about exclusion were perspective of persons with
expressed. People talked about “meeting the condition. Recent studies
walls,” feeling unwelcome and being told have explored the everyday
that opportunities for involvement and
services such as support groups could not

life experience of people
with dementia (Gwyther
. 1997; Phinney 1998; Snyder
be made available. 2001; Wereza);( and Stevz]art
2002) and questions of
personhood and identity (Goldsmith 1996; Kitwood 1997; Killick and Allan 2001).
In addition, numerous effective communication techniques have been identified for
people with dementia at various stages of the disease process (Carnaby 1997; Stalker et
al. 1999; Allan 2001; Smith 2002; Moyes 2002). Results of this research suggest that,
at most stages of the illness and to varying degrees, people with dementia can express
issues and concerns. Appropriate strategies and flexibility regarding time frames and

approaches are important (Allan 2000).
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Much of the research focuses on individuals. (See, for example, Bartlett and
Martin 2002; Downs 2000.) Our literature review found little examination of the role
that organizations can play as facilitators for including people with dementia in mak-
ing decisions, planning and evaluating health services in the community. One exception
is the Alzheimer’s Association of Australia, which has reported on the involvement of
people with dementia in Alzheimer organizations and how that involvement might be
strengthened through capacity building and resource re-allocation (Eayrs 2002).

Collaborative management strategies

Community-based, non-profit organizations generally endorse inclusion (Dreessen
2001; Shookner 2002; Ochocka et al. 2002). Prior et al. (1995) describe key organiza-
tional characteristics: accountable service providers and decision-makers; involved con-
sumers; accessible information; accessible services; client-directed needs assessments;
and identified systems for responding to consumer complaints. Similarly, Chaskin et
al. (2001: 91) discuss the need for organizations to engage in ongoing monitoring,
consumer feedback and consumer involvement in services, planning and evaluation:

... the more an organization can develop relationships that are authentic rath-
er than token, mutual rather than one-sided, and flexible rather than rigid, the
more an organization is likely to be able to connect effectively to its constitu-
ency and through this connection, contribute to community capacity.

Kretzmann and McKnight (1993) advocate networking with other similar-mind-
ed organizations. Petit (2000) proposes that organizations engaging individuals in
decision-making share responsibility with other organizations. Light (2002) identifies
one characteristic of high-performing, inclusive, non-profit organizations as capacity
to collaborate with other organizations.

Heller et al. (1998) assert that participation is an organization-wide effort, undet-
taken by stakeholders, staff, management and boards, and that it must be supported
with resources and policies. Light (2002) highlights the need for leadership to foster
open communication.

Effective inclusion of people with dementia requires that organizations value
openness, trust and support; draw out the capabilities of individuals with dementia;
and have highly developed sensitivity, listening and counselling skills (Barnett 2000).
A “genuine appreciation of their awareness and experience by each and every person in
the organization involved with that service” is required (Barnett 2000: 204). Kitwood
(1997) states that inclusive organizations are caring, that they work at building trust
and fostering cooperation and that they seek to minimize the power differences
between staff and clients.
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Consumer participation in organizational decision-making

Barnes (1997) suggests that service users become more knowledgeable and experi-
ence greater confidence when they are involved in planning processes. Expectations
of consumers have increased — they want more direct decision-making power (Locke
et al. 2003). Public frustration with historically low levels of transparency and pub-
lic accountability in the healthcare system have also fuelled consumer demand for
involvement (Abelson et al. 2004).

Frankish et al. (2002) raise questions about whether there is a positive relation-
ship between participation and organizational effectiveness. In contrast, Jewkes and
Murcott (1998) report that community participation results in more cost-effective
decisions, contributes to a sense of community control and provides an opportunity
to release untapped resources. Citizen participation in decision-making processes can
enable citizens to be “freed” from professionals and may allow needs to be assessed

more accurately (Ritkin 1996).

Methods

The methodological approach for this research has been qualitative, using interview
techniques derived from appreciative inquiry (Watkins 2001), additional interview
techniques, analysis of documents and participant observation techniques from ethno-
graphic research (Emerson et al. 1995), and analytical approaches based in grounded
theory (Strauss and Corbin 1998). Such a mixed methods approach is recommended
particularly for exploratory research as one means of addressing the need for data rich-
ness and for purposes of triangulation (Neuman 2003; Palys 2003).

We conducted 37 in-depth, semi-structured individual interviews, with three
groups of informants: paid and volunteer staff, people with dementia and identified
“experts.” The literature review, which we carried out prior to the interviews, provided
us with a framework for our selection of groups of interviewees and for the develop-
ment of questions. Our decision to carry out a relatively small number of in-depth
exploratory interviews with a mixed group of key informants was based on our desire
to generate a rich base of foundation findings that could provide the basis for future
investigation. We also carried out document reviews and engaged in participant obser-
vation, focusing on the experiences of the two Ontario Alzheimer organizations that
served as case studies for our research. Case study organizations were purposively
selected; both directors requested involvement in our research because their organiza-
tions were interested in moving towards greater consumer inclusion.

Twelve interviewees were selected purposively, in consultation with executive direc-
tors from the two case study organizations, to include key actors in each organization:
staff members, volunteers and board members. Interviews explored current and poten-
tial involvement of persons with dementia and identified barriers to participation.
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Eleven individuals with a diagnosis of Alzheimer disease, who are in the early to
middle stages of the disease process, were contacted through references from the two
Alzheimer Society case study organizations, through an online request to the chat room
associated with the Dementia Advocacy Support Network International (DASNI) and
through references from dementia care service providers. These interviews examined
present and desired levels of involvement with local Alzheimer organizations.

Identified experts in the field of dementia care (n=14) included clinicians,
researchers, support group facilitators and individuals identified as leading advocates.
These experts were identified through Alzheimer networks and from the literature.
Questions for experts were developed in response to key themes and issues emerging
from first-stage analysis of interviews with organizational representatives and people
with dementia.

The first author carried out all interviews individually. They were tape-recorded
and transcribed. Interviews with organizational representatives and people with
dementia were carried out concurrently, followed by interviews with experts. Data
analysis was carried out sequentially. Transcribed results of each interview were
compared cumulatively within each subgroup and then across subgroups in order to
identify general patterns and themes. Key words and phrases were coded and grouped
into categories representing major concepts derived from the data. Coded results
from the interviews were then analyzed in relation to relevant literature in order to
develop a proposed set of key considerations for organizational practice. Next, these
considerations were evaluated and further refined in partnership with the two case
study organizations and with interviewees with dementia, who were sent a two-page
summary. Finally, based on feedback received, analysis of themes and subthemes was
further refined.

Summary of Findings

Our interviews with people with dementia indicated that inclusion is important to
them. They want more opportunities to be involved in decision-making. One individ-
ual, wishing to be involved in creating community awareness about dementia, said, “I
have done less of this awareness work because that has not been made available to me.
... I need the Society to open the door” (PWiD01-P1). People with dementia said in
our interviews that they want meaningful involvement: “I want to feel like I am adding
something to the meeting” (PWiD08-P1).

People with dementia also told us that an organization that includes them as deci-
sion-making partners facilitates leadership roles for them; it “makes inclusion happen”
and enables people with dementia to connect with one another:

We [volunteers with dementia] are supposed to go and give nice feelings to
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people who have got the problem. Here I am, I have the problem ... but at my
stage I am OK. So I can go and talk to people. ... They may feel comfortable
with me because I have Alzheimer’s disease. (PWiD06-P1)

Direct connections to Alzheimer Society chapters are relatively recent and are
evolving:

I have seen some real growth in my Alzheimer Society. ... My initial experi-
ence was really bad. ... Now I am on a Steering Committee, have been on a
panel talk ..., sent to a conference and written an article for their newsletter.

(PWiD02-P1)

People with dementia who are involved in decision-making with Alzheimer socie-
ties reported feeling better because of their involvement, feeling nurtured and feeling
an improvement in their health:

Maybe I feel better just taking action and taking control and I feel good about
it and it enhances my overall performance. Or is it actually having an effect

on my brain? Whichever way, I can't lose. ... You have to work your brain.
(PWiD01-P1)

Some strong feelings about exclusion were expressed. People talked about “meet-
ing walls,” feeling unwelcome and being told that opportunities for involvement and
services such as support groups could not be made available. Several individuals with
dementia told us that they had to be persistent because “they [their local Alzheimer
Society] were not accommodating” (PWiD02-P1). While these sentiments indicate
that there is still considerable work to be done, they also affirm the importance and
relevance of initiatives dedicated to inclusion.

Alzheimer societies involved in our study clearly believe that inclusion mat-
ters. However, only since 2001, as part ofa major policy initiative by provincial and
national organizations, have these societies begun to think about new roles for the
person with dementia. The case study organizations currently include people with
dementia as support group members, as co-facilitators of support groups, as advisory
committee members, as friendly visitors, as speakers at Annual General Meetings, as
representatives on speakers panels and as writers of book reviews or other articles in
local Alzheimer Society newsletters. At the time of our study, neither organization
had people with dementia serving on their board of directors.

Those representing Alzheimer organizations told us that an inclusive organization
creates structures that intentionally foster inclusion. Some interviewees saw inclusion
as possible because the culture of Alzheimer organizations is friendly, learning orient-

[126] HEALTHCARE POLICY Vol.1 No.2, 2006



Inclusivity and Dementia: Health Services Planning with Individuals with Dementia

ed and sincere, and promotes possibility. Key informants suggested that an inclusive
organization should have an identified staff person whose role is to ensure successful
inclusion.

The societies reported several challenges. A funder focus on care partners makes
it difficult to concentrate on developing a strong working partnership with people
with dementia. Case study organizations said the progressive nature of the disease
also challenges inclusion: “The farther people move along the disease, they have less
insight” (HN-05-P1). Resources generally are limited: “We are so focused on our
existence and sustainability; it's hard to be innovative when you are just sustaining
yourself financially” (S06-P1).

Interviews with experts

corroborated findings
from other interviews

“You can’t always take the experience and additionally indicated
of the person with dementia as fact, ... that involving people with
[therefore] we need to be well educated dementia in selected issues
about the disease process in order to
balance what they say (which may not be
fact) with the process of the disease”

that are most relevant

and of greatest interest to
them is the most effective
approach. One interviewee
suggested, for example, ask-
ing people with dementia to
act as resource persons to be
consulted on relevant issues
by the board of directors, as an alternative to board representation. Other recommen-
dations included evaluating organizational constitutions for inclusivity; updating lan-
guage, membership and objectives of the organization and its programs; creating new
roles that are meaningful for people with dementia; providing skill-building opportu-
nities for staff and for people with dementia; and fostering an organizational culture
and a board that is open to change and willing to take risks.

Experts identified risks of participation for people with dementia. Some said
that people with dementia who are involved in health service planning processes risk
feeling belittled or demeaned if they are misunderstood or if they are frustrated in
attempts at communication. Two experts suggested that people with dementia might
also be at risk because their lives are already stressful. If organizational involvement
creates additional stress, stress levels could become overwhelming.

Experts talked also about organizational risks. Not being able to respond to all
the requests of a person with dementia exposes organizations to criticism from those
whom they mean to serve. Consumer involvement may shift power from staff, vol-
unteers, board members and caregivers to people with dementia with the result that
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“there is danger that some people may feel their interests are not being as strongly
represented as before” (EXPRT15-P1). Another identified risk was that comments
made by people with dementia might not always be accurate: “You can't always take
the experience of the person with dementia as fact, ... [therefore] we need to be well
educated about the disease process in order to balance what they say (which may not
be fact) with the process of the disease” (EXPRT09-P1). (It is important to note here
that people without Alzheimer disease may also hold inaccurate views.)

Experts we interviewed differed about the degree of caution needed regarding
inclusion of persons with dementia in organizational initiatives. More cautious experts
talked about people with dementia being at risk of exploitation and in need of pro-
tection (EXPRT07-P1) and “containment” (EXPRT11-P1). Others, representing a
middle ground, talked about weighing the risks and the benefits: “We don't want to
swing the pendulum too far because there are unique elements to the disease” Less
cautious experts said: “We live with risk every day, and people with dementia cannot
be denied the opportunity to speak about their own experience. This is paternalistic”
(EXPRT06-P1); “It's a risk to not hear their voice” (EXPRT-11-P1); “Get over it,
we have to take a risk, we can't live in a state of fear — life is a risk” (EXPRT09-P1).
Experts differed in their views about the degree of consideration needed when involv-
ing persons with dementia in health services planning and decision-making. There
was consensus, however, that organizational initiatives directed towards inclusion are
not risk-free for the person with dementia or for organizations.

Discussion: Towards Inclusive Health Services Delivery for
Persons with Dementia

Our results indicate that major shifts will be required for most organizations if they
are to move from a focus on providing “support” or services to a broader focus on
including people with dementia as partners in planning and decision-making with
regard to programs and services. There is good opportunity for this: our case studies
indicated that people with dementia are typically embedded within a broader commu-
nity context, one that moves beyond relationships with family members, friends and
neighbours to include agencies and organizations in supporting communities, offering
a variety of opportunities for enhancing inclusion at multiple levels (Figure 1).

We have concluded that organizations that include people with dementia in deci-
sion-making must be adaptive and flexible enough to accommodate changing needs.
Issues of scale may be critical in increasing adaptive capacities for inclusive organiza-
tions serving people with dementia. Although improved communication strategies at
the level of the individual are important in maximizing the benefits of service provi-
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rIGURE 1. Connections between individuals with
dementia and their broader community
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sion for people with dementia, they will not necessarily create organizations that are

effectively inclusive. Specific strategies for change at the level of the organization are
required and include a vision, structure and board that accommodate people with
dementia; leadership opportunities for people with dementia; acknowledgment that
inclusion requires resources; and development of an organizational culture that is
ready and willing to move towards inclusion. At the meta-level (Level III in Figure

1) of funders and government-based funding agencies, the critical role of resources

in supporting organizational change means that changes at the policy and program
levels are also necessary. While our study focuses on addressing a research gap with
respect to organizations and organizational change (Level II in Figure 1), our findings
also suggest that effective inclusive organizations will be nested in comprehensive and
ongoing initiatives at all three levels. For example, a funder focus on caregiver support
was identified as a major challenge by our organizational interviewees.
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Findings from this study suggest three important areas for further research and
analysis: governance, resource requirements and risk.

Organizational governance issues

Our interviews with individuals with dementia confirmed their interest in participat-
ing in decision-making roles as board or committee members in Alzheimer organiza-
tions. Organizational representatives also were strongly committed to inclusion. There
are, however, limits that need to be considered.

Dementia, and Alzheimer disease in particular, is a changing disease. The ability
of any individual to be involved as a board or committee member is likely to be time
limited and may vary considerably within that period depending on individual factors
(e.g, fatigue, stress, wellness) and environmental considerations (e.g., level and type of
organizational supports, communication protocols, etc.). While these people have the
ability to attend meetings, grasp the process and reflect on and communicate about
relevant board or committee issues, this is likely to be possible mainly in the earlier
stages of the disease. The changeable nature of dementia creates challenges for affected
individuals and also for other board or committee members. Sensitivity, developed
listening skills and a partnership approach to inclusion are necessary. Honest commu-
nication about anticipated fluctuations and long-term changes in cognitive capacity is
likely to be important at the outset among all involved.

Frankish et al. (2002) suggest that there are mixed indications in the literature
about citizens' representation. In their exploration of the role of citizens on regional
health boards, the authors found no evidence of better decisions being made or
resources being used more efficiently because of citizen representation. Barnes (1997)
also points out that citizens involved in a long-term planning process are not a reli-
ably representative sample of the user population simply by virtue of their experience.
This broader research on citizen representation indicates that people with dementia,
like other identified groups, are not homogeneous, making representation a challenge.
Effective inclusion must take into account the need to support people in representing
the full range of their constituencies (Pitkin 1967).

Resource—related issues

Eayrs (2002) reports lack of resources as one of the biggest barriers to inclusion in
the Alzheimer’s Association of Australia. In Ontario, the 39 Alzheimer societies
receive varying proportions of their funding from the provincial government (Société
Alzheimer Society Ontario 2005). In general, there is significant reliance upon the
Ontario Ministry of Health and Long-Term Care. This is not unusual for not-for-
profit organizations. Phillips (1995: 12) argues that “it is simply a myth to think that
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... the voluntary sector ... does — or could — operate entirely independently of govern-
ment.’

Government cutbacks mean that voluntary sector organizations, such as local
Alzheimer societies, are experiencing reduced funding just as they are being asked to
take on a larger share of responsibility for delivering services. At the same time, the
demand for services is increasing. There is, typically, a financial risk associated with
change: “Funding cuts hamper the capacity of the voluntary sector to carry out its
other roles with respect to innovation and moral leadership” (Torjman 1999: 4).

The non-profit organizational management literature suggests that understand-
ing of the current and potential role of the not-for-profit sector is lacking (Prince and
Chappell 1994; Phillips 1995; Dreessen 2001). Several authors suggest that govern-
ments need to appreciate that voluntary organizations “weave the fabric of society by
engaging citizens, and cultivating trust and collaboration among sectors. ... [They] act
as the social glue that helps bind together the diverse elements of society into a cohe-
sive whole” (Torjman 1999: 7).

Risk

A third theme emerging from our findings relates to risk. We found agreement that
inclusion entails risk, both for individuals and for organizations. We also found con-
siderable disagreement about what constitutes acceptable risk and how to respond to

it. Risk perception and risk assessment have emerged as a potentially important area
for further investigation regarding organizational inclusion of people with dementia.

Conclusion

People with dementia in our study would like to play a stronger role in healthcare
decision-making. Our findings suggest that there is an important role for Alzheimer
societies in ‘opening the door” for them to do so. Direct relationships between individ-
uals with dementia and Alzheimer organizations are still relatively recent. Currently,
much of the research focuses on improvements in methods of communication with
individuals with dementia. While communication is critically important, our findings
suggest that improved communication is not sufficient to achieve inclusivity. Inclusive
organizations need to place priority on good governance; involvement of consumers
in service-related decision-making; leadership that fosters open communication and
draws out people’s capacities and potential for creative problem-solving; and support-
ive policies and resources. As Figure 1 suggests, effective inclusion requires action at
multiple levels by individuals with dementia, care partners and friends; organizations
and service providers; and funding organizations.

Because our study is based on only two case studies and our sample size is not
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large, we cannot claim that our results are broadly generalizable. Additional research
is needed to explore the relevance of these findings to other organizations in different
localities and to examine further the themes that emerged in our study. Of these, one
that has received little attention to date is risk.
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Abstract

Intensive Behavioural Intervention (IBI) describes behavioural therapies provided to
autistic children to overcome intellectual and functional disabilities. The high cost of
IBI has caused concern regarding access, and recently, several court cases have been
brought against provincial governments to increase funding for this intervention.

This economic evaluation assessed the costs and consequences of expanding an IBI
program from current coverage for one-third of children to all autistic children aged
two to five in Ontario, Canada. Data on the hours and costs of IBI, and costs of edu-
cational and respite services, were obtained from the government. Data on program
efficacy were obtained from the literature. These data were modelled to determine the
incremental cost savings and gains in dependency-free life years. Total savings from
expansion of the current program were $45,133,011 in 2003 Canadian dollars. Under
our model parameters, expansion of IBI to all eligible children represents a cost-sav-
ing policy whereby total costs of care for autistic individuals are lower and gains

in dependency-free life years are higher. Sensitivity analyses carried out to address
uncertainty and lack of good evidence for IBI efficacy and appropriate discount rates
yielded mixed results: expansion was not cost saving with discount rates of 5% or
higher and with lower IBI efficacy beyond a certain threshold. Further research on the
efficacy of IBI is recommended.

Résumé

Lintervention comportementale intensive (ICI) décrit les thérapies comportementales
fournies aux enfants autistes pour les aider A surmonter leurs déficiences intellectuelles
et fonctionnelles. Les cotits élevés de cette intervention ont soulevé des préoccupations
quant a 'accés et, récemment, plusieurs poursuites judiciaires ont été intentées contre
les gouvernements provinciaux en vue damener ces derniers 3 augmenter le finance-
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ment accordé 3 'ICI. Cette analyse économique visait a évaluer les cotits et les con-
séquences de l¢élargissement de la portée d'un programme d'ICI pour le rendre acces-
sible 4 tous les enfants autistes 4gés de deux a cing ans en Ontario, au Canada — au
lieu du tiers des enfants comme cest le cas actuellement. Les données sur les heures et
les cotits liés A I'ICI, ainsi que sur les cotits des services éducatifs et de reléve, ont été
obtenues auprés du gouvernement. Les données sur lefficacité du programme ont été
tirées de la littérature. Ces données ont été modelées afin de déterminer les économies
supplémentaires et les années de vie autonome gagnées. Lélargissement de la portée du
programme actuel a permis de réaliser des économies de 45 133 011 $ CAN en 2003.
Selon les paramétres de notre modele, étendre 'ICI 4 tous les enfants admissibles con-
stitue une mesure de réduction des dépenses en vertu de laquelle les cotits totaux des
soins fournis aux enfants autistes sont moins élevés et les gains d‘autonomie sont plus
élevés. Les analyses de sensibilité effectuées pour aborder l'incertitude et le manque

de données solides corroborant lefficacité de I'ICI et les rabais appropriés pour cette
derniére ont donné des résultats mixtes : [¢élargissement de la portée de 'ICI ne per-
met pas de réaliser des économies avec des rabais de 5 p. cent ou plus ou avec un seuil
dlefficacité en deca d'un certain niveau. Nous recommandons deffectuer des travaux de
recherche plus poussés sur 'ICI.

UTISM IS AN EARLY-ONSET DEVELOPMENTAL DISABILITY CHARACTER-

ized by impairments in social interaction, abnormal verbal and non-verbal

communication, repetitive, stereotyped behaviour and resistance to change
(Howlin 1998; American Psychiatric Association 1994). Most cases are diagnosed by
three years of age, with a male—female ratio of 3:1 (Ontario Ministry of Community,
Family and Children’s Services [MCFCS] 2000). The reported prevalence of autism
in Ontario almost doubled between 1996 and 1998, with the 1998 prevalence being
2.09 per 1,000 children aged five and younger (Ontario Health Insurance Program
[OHIP] 2000). The etiological cause of autism is believed to be dysfunction of the
right hemisphere of the brain, which is responsible for appropriate visual—spatial and
emotional interactions (Gillberg and Coleman 2000).

Intensive Behavioural Intervention (IBI) is the general term for behavioural
therapies provided to autistic children to overcome their intellectual and functional
disabilities. Several variants of IBI and non-IBI therapies have been reported, but
strong evidence is lacking regarding the effectiveness of many of these approaches. No
single form of behavioural intervention is appropriate for all individuals with autism
(Dawson and Ostetling 1997). IBI typically involves one-on-one training provided
by a therapist, in which children are trained to respond to environmental changes,
understand and use language and interact appropriately with others in social settings
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(Dawson and Osterling 1997). Positive reinforcement is used to internalize appropri-
ate behaviours. Success of IBI is believed to correspond to the intensity and duration
of the treatment — between 20 and 40 hours per week of one-on-one therapy, for a
minimum of two years, is generally believed to yield optimal results (MCFCS 2000;
Lovaas 1987). Beyond a minimum threshold of 20 hours per week, there is little
agreement in the peer-reviewed literature as to the exact number of hours required
to achieve the most favourable results (MCFCS 2000; Dawson and Osterling 1997;
Bassett et al. 2000; Sheinkopf and Sigel 1998; Smith 1999; Ludwig and Harstall
2001). Annual IBI costs range from $40,000 to $75,000 per child in 2003 Canadian
dollars, depending on the number of treatment hours provided and other factors,
including administrative costs and training (Ontario Ministry of Children’s Services
[MCS] and Ontario Ministry of Community and Social Services [MCSS] 2003;
Jacobson and Mulick 2000; Jacobson et al. 1998; Hildebrand 1999; Freeman 1997).

IBI outcomes are generally categorized by level of functioning, assessed at the end
of the intervention period. “Normal-functioning” individuals integrate into the com-
munity, receive schooling in mainstream classrooms and live independently as adults.
“Semi-dependent” and “very dependent” individuals make partial and minimal gains,
respectively, and continue to rely on social assistance throughout their lifetime (Lovaas
1987; Freeman 1997; Rutter 1996; Howlin 1997; Howlin et al. 2004). The most
optimistic estimates available in the literature suggest that without receiving any form
of intervention, as many as 25% of autistic individuals live normal lives, 25% are mod-
erately disabled and 50% are severely compromised (Freeman 1997). However, other
studies have reported lower rates of normalization without intervention (Rutter 1996;
Howlin 1997). Success rates of IBI and similar interventions vary.

A highly publicized and controversial study, conducted by Lovaas (1987), report-
ed a large proportion of children (up to 47%) achieving normal intellectual and edu-
cational functioning at the end of the intervention. However, Lovaas's primary study
and its follow-up (McEachin et al. 1993) have been criticized for their methodological
limitations, particularly, exclusion of the poorest-functioning 15% of referred subjects,
the non-random assignment of children to treatment groups and the statistically
significant difference in sex ratios between the treatment and control groups. These
limitations have led to concerns regarding the validity of Lovaas’s findings (Bassett et
al. 2000).

In Canada, funding for IBI varies across provinces, but most provincial govern-
ments offer some support for IBI to children diagnosed with autism up to a certain
age. As a result of high costs of treatment, several lawsuits have been launched by fam-
ilies of autistic children, rallying for increased government funding for IBIL. In most
cases, rulings have been favourable for the families, requiring governments to increase
funding for IBI. In contrast, the Supreme Court of Canada recently ruled favourably
in an appeal from the British Columbia government, denying increased funding for
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IBI on the grounds that the therapy did not constitute “medically necessary” care as
defined by the Canada Health Act.

In Ontario, the government currently funds up to three years of IBI for approxi-
mately a third of autistic children younger than six years of age (OHIP 2000; MCSS
2002). The Ontario government does not promote any particular form of IBL. It has
contracted with a private organization (Behaviour Institute, Hamilton) that delivers
training to regional service providers, who in turn are contracted through a competi-
tive tendering process. In its provincial program guidelines for IBI, the government
lists principles and teaching methods that regional providers are expected to follow,
which include, where appropriate, one-on-one training, task analysis, positive rein-
forcement and small-group instruction (MCFCS 2000). Eligibility for IBI, duration
and intensity of treatment are determined through formal assessment, with alloca-
tion of services geared towards children with more severe forms of autism (MCFCS
2000). Earlier this year, the Superior Court of Ontario ruled in favour of the plaintiffs
in a class-action lawsuit against the Ontario government, challenging the termination
of public funding for IBI at the age of six. The decision is currently being appealed.

The purpose of this study was to conduct a cost-effectiveness analysis to evaluate
the expansion of the IBI program to all autistic children in Ontario from two to five
years of age, commencing in 2003. We included costs incurred only by the government
and excluded all other costs, for example, those incurred by autistic individuals, their
families and employers. The government’s perspective was employed for the analysis
because it is highly relevant to ongoing legal and policy debates across the country. The
provision of IBI in this model was limited to children aged two to five because (1)

IBI is believed by many to be most effective when provided at an early age (MCFCS
2000); (2) currently, the Ontario government funds IBI only for children under the
age of six (MCS and MCSS 2003); and (3) previous economic analyses carried out in
other jurisdictions have limited IBI provision to children of similar ages (Jacobson et

al. 1998; Hildebrand 1999). Thus, the present model would facilitate comparisons.

Methods

Including costs incurred only by the government, we developed a model that reflects
the current public provision of autism services in Ontario. The prevalence of autism in
Ontario, or the cohort size for this study (n = 1,309), was calculated as the sum of the
number of children receiving IBI (n = 485), the number of children eligible but wait-
listed for IBI (n = 91) and the number of children waiting for an assessment, multi-
plied by the proportion of assessed children who have historically been deemed eligi-
ble for IBI (n = 952 x 0.77). The three comparison groups were (1) Status Quo provi-
sion, (2) Expansion of IBI services and (3) No Intervention. Status Quo was based on
the current provision of autism services by the provincial government, whereby 37% of
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children with autism aged two to five (n = 485) receive up to three years of IBI for 23
hours per week on average, while the remainder (n = 824) do not receive IBI. While
the majority of children currently eligible for IBI in Ontario receive it for less than
three years because of diagnostic delays and waiting lists, our study was based on the
assumption that all children eligible for these services would receive them for a fixed
three-year duration. Under Expansion, IBI was provided to all autistic children (n =
1,309) for three years at 23 hours per week. Under the third scenario, No Intervention,
IBI was not provided to any of the 1,309 children in the cohort. Although this sce-
nario represents an unlikely regression from the current situation in Ontario, it makes
our findings relevant for jurisdictions where IBI may not be currently publicly funded.

Efficacy rates

Under all three scenarios, children were categorized according to their levels of func-
tioning — normal, semi-dependent and very dependent — upon completion of IBI
until the age of 65 (Table 1) (Jacobson et al. 1998; Hildebrand 1999). Efficacy rates
for No Intervention, the cohort that received no IBI, were based on published litera-
ture (Freeman 1997; Howlin et al. 2004; Green et al. 2002). It was assumed that

25% attain normal functioning, 25% are semi-dependent and 50% are very dependent
without receiving IBI (Freeman 1997). The figures from Freeman (1997) are the most
optimistic reported in the literature; they match closely more recent estimates of adult
functioning by Howlin et al. (2004), which are slightly lower. Although many studies
report even lower rates of normalization (Rutter 1996; Howlin 1997), we selected the
highest published rates to investigate the cost-effectiveness of IBI from a best-case sce-
nario, thereby increasing the robustness of our model.

Because of ongoing controversy regarding the reported efficacy of Lovaas’s treat-
ment and other forms of behavioural intervention (Dawson and Ostetling 1997;
Bassett et al. 2000; Sheinkopf and Sigel 1998; Smith 1999; Ludwig and Harstall
2001; Green et al. 2002), we assigned IBI efficacy rates that were more conservative
than those reported for Lovaas’s intervention (1987) and its replications (McEachin
1993; Sallows and Graupner 2001). The efficacy rates for Expansion were assumed
to be 30% normal, 50% semi-dependent and 20% very dependent. Status Quo efficacy
was based on a weighted average of 824 children receiving no IBI (efficacy equivalent
to No Intervention) and 485 children receiving IBI (efficacy equivalent to Expansion)
for three years. The resultant efficacy rates for Status Quo were 26.9% normal, 34.3%
semi-dependent and 38.9% very dependent.

Cost Data Sources

All costs in the model were converted to 2003 Canadian dollars using growth in the
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consumer price index from the period when the underlying data were available, and
were estimated for individuals from age two to 65.

The Ontario Ministry of Children’s Services and Ontario Ministry of Community
and Social Services (2003) reported the annual cost of IBI as $75,670 per child aged
two to five, based on 23 hours per week of therapy. This figure represents the aggre-
gate cost of the IBI program incurred by the Ontario government and includes the
training costs of IBI therapists, contractual payments to service providers, and salaries,
benefits and overhead costs incurred by provincial civil servants. Average wage rates
from Statistics Canada’s Ontario Wage Survey (1999) were used to estimate costs for
government-funded respite services and speech and language therapy (BBB Autism
Support Network 2002). In all cases, costs were converted to 2003 dollars.

No autism-related costs were assumed for normal-functioning individuals after
the age of five; families of semi-dependent and very dependent individuals in both the
Status Quo and Expansion groups continued to receive respite services until 18 years of
age. All education costs were derived from Ontario Ministry of Education documents
(2000; 2001a,b,c). This ministry incurs two levels of special-education costs, Intensive
Support Amount 2 (ISA 2) and Intensive Support Amount 3 (ISA 3) for semi- and
very dependent individuals from five to 18 years of age.

Adult care costs for semi- and very dependent individuals were based on reports
prepared by the Auditor of Ontario (MCSS 2001). Costs for adult day programs
were obtained from Ontario Agencies Supporting Individuals with Special Needs
(OASIS 2000). Due to limited availability of data on housing and care of autis-
tic adults, 50% of semi-dependent individuals were assumed to live independently
and 50% in public residential facilities, while all very dependent individuals were
assumed to live in public residential facilities. Autistic adults are eligible for compen-
sation through the Ontario Disability Support Program (ODSP) (Canadian Legal
Information Institute 2004). ODSP benefits represent transfer payments rather than
costs related directly to autism; therefore, these monthly ODSP entitlements were
excluded from the model. The cost to government and other employers of administer-
ing assisted-employment programs for developmentally disabled adults was based on
current programs of Human Resources Development Canada (HRDC 1999, 2001).

While healthcare utilization might be related to the level of functioning ( Jarbrink
and Knapp 2001), we did not have access to such data; hence, the cost-effective-
ness analysis does not capture these healthcare costs. However, since utilization may
increase with the level of dependence, the potential cost savings identified in this study
would increase if healthcare utilization were included.

In projecting costs over the productive lifetime, a discount rate of 3.0% per annum
was applied to calculate present values (Drummond et al. 1997). In sensitivity analy-
ses, discount rates from 1.0% to 5.0% were used.
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TaBLE 1. Levels of functioning, efficacy rates, and dependency-free years
gained for No Intervention, Status Quo and Expansion

LEVEL OF

FUNCTIONING DESCRIPTION EFFICACY RATES

No Intervention Status Quo* Expansion

Normal Mainstream classroom 25% 26.9% 30%
education; independent
functioning; earn aver-
age Canadian high school
graduate income as adults

Semi-Dependent Special education; res- 25% 34.3% 50%
pite services; 50% live
independently as adults;
50% live in residential
facilities; participate in day
programs; earn assisted
employment income as
adults

Very Dependent Intensive special educa- 50% 38.9% 20%
tion; respite services;
100% live in residential
facilities as adults; par-
ticipate in day programs;
earn assisted employment
income as adults

Discounted Dependency-free years gained until 65 9.6 years I'1.2 years 14.0 years
years of aget
*Weighted average based on 485 children receiving IBI (efficacy: 30% normal, 50% semi-dependent, 20% very dependent) and 824

children receiving no IBI (efficacy: 25% normal, 25% semi-dependent, 50% very dependent)
FCalculated as a weighted average based on efficacy rates for each scenario, discounted at 3% per annum

QOutcomes

IBI outcomes were measured by the number of dependency-free years gained to age
65, where dependency was defined as the need for special education and other special
services comprising adult day programs, disability supports and assisted employment.
Normal-functioning individuals were not dependent after age five and, as a resul,
gained 60 dependency-free years. Very dependent individuals made minimal gains
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from IBI, remained dependent throughout life and gained zero dependency-free years.
Semi-dependent individuals continued to be partially dependent. Their outcome was
assumed to be the midpoint between normal and very dependent functioning out-
comes; they gained 30 dependency-free years. Estimated dependency-free years for the
study time horizon were discounted at 3.0% per annum. The discounted number of
dependency-free years gained under No Intervention, Status Quo and Expansion were
calculated as the weighted average of dependency-free years for normal, semi- and
very dependent individuals under each scenario (Table 1). The number of discounted
dependency-free years per person to age 65 was 9.6 years for No Intervention, 11.2
years for Status Quo and 14.0 years for Expansion.

Results of the analysis were expressed in terms of incremental cost savings in
present values (PVs) and gains in dependency-free years (also measured in PVs). The
incremental cost analyses compared Status Quo to No Intervention, Expansion to No
Intervention and Expansion to Status Quo.

Productivity costs incurred by semi- and very dependent individuals were
included in a sensitivity analysis to examine costs and benefits from a partial societal
perspective. Lost wages to age 65 were derived from sex-adjusted income estimates
from the 1996 and 2001 Canadian censuses (Statistics Canada 1996; 2001a,b,c)
and federal assisted-employment initiatives data (HRDC 1999, 2001). Potential
earnings for the normal-functioning group were assumed to be equivalent to the
sex-adjusted annual income of high school graduates. Semi-dependent incomes are
derived from the average earnings of workers in a supported employment initiative in
Newfoundland, adjusted for Ontario (HRDC 2001). Owing to lack of data, income
for very dependent individuals was assumed to be 60% of the semi-dependent income.
All earnings were converted to 2003 dollars. Sensitivity analyses performed also varied
IBI efficacy rates and discount rates to compensate for potential estimation uncertain-
ties and methodological controversies (Drummond et al. 1997). Additional sensitivity
analyses varied the cost of IBI, adult care costs and number of dependency-years, but
did not significantly affect the results presented.

Results

The annual cost during the intervention period (age two to five) for each autistic child
was $5,378 for No Intervention, $33,414 for Status Quo and $81,048 for Expansion
(Table 2). The annual cost during schooling (age five to 18) was $6,616 for normal,
$21,422 for semi-dependent and $38,672 for very dependent individuals. No costs
were incurred during adulthood for normal-functioning individuals. The annual

cost during adulthood (age 18 to 65) was $37,380 for semi-dependent adults and
$75,648 for very dependent adults. The average total discounted cost per individual,

based on a weighted average of normal, semi-dependent and very dependent costs
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over the study time horizon, was $1,014,315 for No Intervention, $995,074 for Status
Quo and $960,595 for Expansion. The cost of Status Quo was lower than the cost of

No Intervention, indicating that the present provision of IBI was preferable to provid-
ing no IBI at all. While significant costs were incurred under all scenarios, the cost of
Expansion was lowest, resulting in savings of $34,479 per individual over his or her
lifetime compared to Status Quo. Expansion of the current program to fund IBI for all
autistic children (n = 1,309) in Ontario younger than six years of age results in net cost
savings of $45,133,011 for the government. The greatest number of dependency-free
life years was gained under Expansion: 4.5 years per person compared to No Intervention
and 2.8 years per person compared to Status Quo. Expansion is the dominant strategy,
as it yields both a decrease in cost as well as gains in dependency-free years.

TABLE 2. Average costs per person of No Intervention, Status Quo and Expansion
and cost savings from pair-wise comparisons
NORMAL SEMI-DEPENDENT VERY DEPENDENT
PV OF PV OF PV OF
AGE RANGE COST ANNUAL TOTAL ANNUAL TOTAL  ANNUAL TOTAL
ITEM COST ($) COST COST ($) COST COST($)  COST
(2003 $) (2003 $) (2003 $)
IBI and
th
omner 5378 15,211 5378 15,211 5378 15211
costs: No
Intervention
OR
Intervention IBI and
Age (2-5) other costs: 33,414 94,516 33,414 94,516 33,414 94,516
Status quo*
OR
IBI and
other costs: 81,048 229,252 81,048 229,252 81,048 229,252
Expansion
. Education
Schooling .
and Respite 6,616 64,393 21,422 208,490 38,672 376,372
Age (5-18) .
Services
continued
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Day pro-
grams,
residential
Adulthood costs, and
(18-65) assisted
employ-
ment pro-

0 0 37,380 588,568 75,648 1,191,110

gram costs

No

Intervention

Status quo $ 158,909 $ 891,574 $ 1,661,998
Expansion $ 293,645 $ 1,026,310 $ 1,796,734

$ 79,604 $ 812,269 $ 1,582,693
Total cost

Average cost per individual (PV): $ 1,014,315
No Intervention t

Average cost per individual (PV): $ 995,074

Status quo F

Average cost per individual (PV): $ 960,595

Expansion **

Incremental cost savings per individual: $ 19,241
No Intervention = Status quo

Incremental cost savings per individual: $ 53,720
No Intervention —» Expansion
Incremental cost savings per individual:

34,479
Status quo —» Expansion $

Cost savings for cohort (n=1,309): $ 25,186,469
No Intervention —» Status quo
Cost savings for cohort (n=1,309): $70319.480
No Intervention —» Expansion

Cost savings for cohort (n=1,309):

Status quo —» Expansion $ 45,133,011

* Based on 485 individuals out of 1,309 receiving 1Bl and all 1,309 receiving respite services and speech and language therapy
T Based on a weighted average: 25% normal, 25% semi-dependent, 50% very dependent

F Based on a weighted average: 26.9% normal, 34.3% semi-dependent, 38.9% very dependent

** Based on a weighted average: 30% normal, 50% semi-dependent, 20% very dependent

Sensitivity analyses

The cost-effectiveness model was run with productivity costs to examine the eco-
nomic impact of IBI from a partial societal perspective. Inclusion of productivity costs
incurred by semi- and very dependent adults resulted in increased cost savings from
Expansion of $54,757 per person and $71,676,776 for the entire cohort compared to
Status Quo.
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TABLE 3. Results of sensitivity analysis varying the efficacy of IBI

DECREASED  BASELINE INCREASED

EFFICACY CASE EFFICACY
Normal 25.0% 30.0% 40.0%
Expansion Semi-dependent 50.0% 50.0% 50.0%
Very dependent 25.0% 20.0% 10.0%
Efficacy
t
rares Normal 25.0% 26.9% 30.6%
Status quo Semi-dependent 34.3% 34.3% 34.3%
Very dependent 40.7% 38.9% 35.2%
Incremental savings (cost) per individual: $ (13,493) $ 84,031 $ 128,433
Results Stf'itus quo —» Expansion -
Discounted dependency-free years gained: 2.0 years 2.8 years 4.4 years

Status quo —» Expansion

IBI efficacy was modified to accommodate controversy in the research literature
(Table 3). When the efficacy of IBI was increased to 40% of subjects who achieve nor-
mal functioning, 50% achieving semi-dependent functioning and 10% achieving very
dependent functioning, the cost savings from Expansion compared with Status Quo
increased to $128,433 per person. In contrast, under the assumption that IBI yielded
efficacy rates of 25% for normal functioning, 50% for semi-dependent functioning
and 25% for very dependent functioning, Expansion cost $13,493 more per person
compared to Status Quo and yielded gains of 2.0 dependency-free years per person.
Results of the sensitivity analyses suggest that a significant drop in treatment efficacy
from the base case scenario would be required in order to yield a net cost for achieving
dependency-free years in this population.

Varying the discount rate modified the present value of the cost savings. With a
discount rate of 1%, cost savings from Expansion were even greater than those real-
ized in the base case. Cost savings were not realized with a discount rate of 5%: it cost
$29,912 more per person to expand from Status Quo to Expansion, but gains of 1.8
dependency-free years per person were still realized under Expansion.

Discussion

The results demonstrate that expansion of the IBI program, which currently serves
485 children (Status Quo), to all 1,309 autistic children in Ontario (Expansion) would
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yield savings of $45,133,011 over the entire cohort’s lifetime (from two to 65 years of
age). Significant costs are incurred under both Status Quo and Expansion; however,
under Expansion, the government would spend $45 million less on autistic individuals
when compared with Status Quo.

The cost of expanding IBI to all autistic individuals is small (less than 10%
of total costs) compared to the significant cost of educating and supporting semi-
and very dependent individuals over their lifetime. The present value of total costs
incurred during intervention (ages two to five), including respite services and speech
and language therapy, is higher for Expansion ($229,252 per person) compared
with Status Quo ($94,516 per person). However, the larger intervention cost under
Expansion yields lower support costs during schooling and adulthood (ages five to 65)
compared to Status Quo. The primary reason for cost savings from expansion of IBI,
from No Intervention to Status Quo and from Status Quo to Expansion, is the change in
the distribution of functional dependence. Increased provision of IBI results in a shift
of individuals from the very dependent to semi-dependent category and, to a lesser
extent, from the semi-dependent to the normal-functioning group.

To guard against criticisms of previous economic evaluations (Marcus et al. 2000),
IBI efficacy rates in this study were deliberately conservative. The proportion of chil-
dren who attain normal functioning from IBI was set lower, and the proportion of
children who function normally without IBI was set higher, than the proportions
cited in the literature (Jacobson et al. 1998; Hildebrand 1999). As a result, cost sav-
ings realized under this model ($34,479 per individual for Expansion vs. Status Quo
and $53,720 per individual for Expansion vs. No Intervention) are lower than those
reported by previous studies (Jacobson et al. 1998; Hildebrand 1999). Lower nor-
malization rates under No Intervention and higher normalization rates from IBI would
yield more favourable results for expansion of the current IBI program in Ontario.

Although the costing data utilized in this study are specific to Ontario, our find-
ings may be generalized to inform health policy decisions in other jurisdictions. The
increased awareness of intensive behavioural intervention and its high program cost
have made the financing of IBI and its cost-effectiveness relevant concerns for gov-
ernments and other payer organizations. The grounding of our model parameters in
peer-reviewed research evidence and the scope of the sensitivity analyses make our
findings relevant for policy decision-makers.

Limitations

Several study limitations should be noted. First, only costs borne by the Ontario gov-
ernment were included in this economic evaluation; hence, costs borne by other pay-
ers, including autistic individuals, their families and employers, were not considered.
Inclusion of such cost items as opportunity costs, quality of life of families and unpaid
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caregiver expenses could potentially increase the savings realized under Expansion
(Curran et al. 2001; Jarbrink and Knapp 2001; Jarbrink et al. 2003). Second, expan-
sion of the IBI program may result in higher average costs per child in the short term
due to shortage of qualified IBI therapists in the province and the resulting increase
in their earnings. Third, this model assumed that all children initiated IBI at the age
of two. However, children may be diagnosed with autism at later ages. Because of age
restrictions currently enforced by the Ontario government, these children may not
receive IBI for the full three-year period. This contingency may affect the efficacy of
the treatment and the associated IBI costs incurred. Fourth, the 485 children cur-
rently receiving government-funded IBI in Ontario were assumed to be representative
of the entire cohort of autistic children. Fifth, while healthcare utilization might be
related to the level of functioning, we did not have access to such data and, hence, the
cost-effectiveness analysis does not include these costs. However, since utilization may
increase with the level of dependence, the cost savings identified in this study would
increase if healthcare utilization were included. Sixth, the provincial government
provided only aggregate costs for its entire IBI program, resulting in the very high
annual IBI therapy cost of $75,670 per child. This figure includes the operating costs
associated with the launch of the IBI program in Ontario, including a large training
component for new IBI therapists. As a result, costs per child are expected to decrease
in coming years as start-up costs diminish. Finally, every attempt was made to obtain
accurate costing information. However, in the absence of reliable estimates, costs from
other jurisdictions within Canada, and costs for developmentally disabled people in
general, were used to represent costs incurred for autistic individuals in Ontario.

Conclusion

This economic evaluation demonstrates positive outcomes from expansion of the cur-
rent IBI program offered by the Ontario government. In the absence of high-quality
evidence on the efficacy of IBI, but under reasonable assumptions, estimated cost sav-
ings in present-value terms associated with this expansion were $45 million for the
government, with potential improvement in the quality of life of autistic individuals
and their families because of increased dependency-free years gained under Expansion.
These cost savings and improvements in outcomes were largely maintained in the
sensitivity analyses. However, savings to government disappeared when the annual
discount rate of 5% was used or when IBI was assumed to be less effective than in the
base case scenario, with Expansion resulting in 25%, 50% and 25% of individuals in
normal, semi-dependent and very dependent categories (compared to 30%, 50% and
20% in the base case), respectively. Owing to uncertainty surrounding the efficacy of
IBI, further study in the area is recommended, perhaps in the form of a randomized,
controlled trial, to allow more definitive economic evaluations in the future.
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Abstract

Background : This study was conducted among surgically treated breast cancer
patients in Quebec to determine waiting time between surgery and post-operative
radiation therapy and factors influencing it.

Methods : Records of fee-for-service claims and hospitalizations were obtained for
all women who, between 1992 and 1998, underwent an invasive procedure for non-
metastatic breast cancer. Waiting time was defined as the time between either the last
surgical procedure or the last cycle of chemotherapy and the initiation of radiation
therapy. Hierarchical linear regression models were used to identify predictors of wait-
ing time.

Results : Over seven years, 29,072 episodes of breast cancer treatments were identi-
fied, of which 17,684 included radiation therapy. The number of cases increased by
5.5% per year, but concurrent broadening of indications for radiation therapy led to an
increase in the number of breast cancer patients receiving radiation therapy of 9% per
year. In hierarchical linear modelling, comparing 1998 to 1992, median waiting time
increased by 63% (95% confidence interval [CI] 35%—97%) in patients not receiving
chemotherapy and by 35% (95% CI 3%—88%) in patients receiving chemotherapy.
Other predictors of shorter waiting times were localized cancer stage, breast-conserv-
ing surgery, early consultation with a radiation oncologist, having surgery in a centre
with a radiation therapy facility, living close to a radiation therapy facility and living in
a higher socio-economic area.

Interpretation : Using administrative databases to evaluate waiting times is feasible.
Explanations of the increased waiting time include increased demand, insufficient
resources and changes in the indications for breast-conserving surgery and radiation

therapy.
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Résumé

Contexte: Cette étude a été menée aupres de femmes atteintes du cancer du sein

et qui ont recu un traitement chirurgical au Québec en vue de déterminer le temps
dlattente entre la chirurgie et la radiothérapie postchirurgicale, ainsi que les facteurs
influencant le temps dattente.

Méthodes: Nous avons obtenu les données sur les demandes de paiement
d’honoraires  l'acte et les hospitalisations pour toutes les femmes qui ont subi une
intervention chirurgicale invasive pour un cancer du sein sans métastase entre 1992 et
1998. Le temps dattente a été défini comme étant le délai entre la derniére interven-
tion chirurgicale ou le dernier cycle de chimiothérapie et le début du traitement de
radiothérapie. Des modéles de régression linéaire hiérarchique ont été utilisés pour
déterminer les facteurs de prédiction du temps dattente.

Résultats: Sur une période de sept ans, 29,072 épisodes de traitement contre le
cancer du sein ont été répertoriés, dont 17,684 comportaient une radiothérapie.

Le nombre de cas a augmenté de 5,5 % par an, mais une hausse concomitante des
recommandations de traitement de radiothérapie a entrainé une augmentation de

9 % du nombre de femmes atteintes du cancer du sein qui recoivent un tel traite-
ment. Lorsquoon compare 1998 4 1992, le temps d'attente moyen a augmenté de 63 %
(intervalle de confiance [IC] de 95 % : 35 2 97 %) chez les patientes nayant pas besoin
de chimiothérapie et de 35 % (IC de 95 % : 3 4 88 %) chez celles qui recoivent des
traitements systémiques. Parmi les autres facteurs permettant de prédire un temps
dattente plus court, citons le cancer localisé, le traitement chirurgical conservateur,

la consultation précoce d'un oncoradiologiste, la chirurgie dans un centre offrant des
traitements de radiothérapie, le fait de résider A proximité d'un centre de radiothérapie
et lappartenance 3 un milieu socio-économique plus favorisé.

Interprétation: Il est possible d'utiliser des bases de données administratives pour
évaluer le temps dattente. Parmi les raisons pouvant expliquer laugmentation du
temps dattente, citons la demande accrue, les ressources insuffisantes et les change-
ments dans les recommandations de traitement chirurgical conservateur et de radi-
othérapie.

URING THE LAST 20 YEARS, THE MANAGEMENT OF BREAST CANCER HAS

changed dramatically. With screening, tumours are smaller, and randomized

controlled trials have shown equivalence between mastectomy and breast-
conserving surgery followed by radiation therapy (Verkonesi et al. 1990; Sarrazin et al.
1989; van Dongen et al. 1992; Blichert-Toft et al. 1992; Jacobson et al. 1995; Fisher et
al. 2002). This, combined with the aging of the population (Wiener and Tilly 2002;
Gouvernement du Québec 2001), has generated a continually increasing demand for
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radiation therapy in treating breast cancer. There are concerns that this increasing
demand will reduce the availability of radiation treatments (Mackillop et al. 1995;
Benk et al. 1998; Mackillop et al. 1994; Mayo et al. 2001).

Increased waiting times may be important, as the local recurrence rate after con-
servative surgery and radiation therapy appears to be about 5% but is 20% to 50%
after conservative surgery alone (Fisher et al. 2002). However, there is no consensus as
to the optimal time to offer radiation.

We knew from a recent-

ly published study (Mayo et
al. 2001) that waiting times

... researchers surveyed major radiation for the surgical component

centres in the United States and in
Canada ... the median waiting time
before radiation therapy was 40 days in
the United States and 73 days in Canada.

of breast cancer treatment
were increasing in Quebec.
An earlier report from
Ontario on wait times for
radiotherapy also depicted
a situation that was deterio-
rating over time (Mackillop
et al. 1994). In 1991, the
median time between the
completion of surgery and initiation of post-operative radiation for breast cancer was
57.8 days — an increase of 102.7% compared to 1982. In 1994, the same researchers
surveyed major radiation centres in the United States and in Canada (Mackillop et al.
1995). Their study showed that the median waiting time before radiation therapy was
40 days in the United States and 73 days in Canada. A report from a single centre in
Quebec in 1992 showed a median waiting time of 68 days (Benk et al. 1998). Some
literature from Europe suggests that waiting times are comparable to those seen in the
United States, with a Spanish report showing an overall maximum waiting time of
only 60 days for all cancer types and centres in that country (Esco et al. 2003).

Because of the concerns about availability of services, we conducted the present
study to estimate secular trends in waiting time for radiation therapy after breast can-
cer surgery and to identify factors that may influence waiting time.

Subjects and Methods
This study was approved by the McGill University Faculty of Medicine Institutional

Review Board and by the Commission daccés a 'information du Québec. It was
population based and included all women aged 20 years and over who had an invasive
procedure for the diagnosis or treatment of breast cancer in the province of Quebec

between 1992 and 1998.
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We used the database of physician fee-for-service claims maintained by the Régie
de I'Assurance Maladie du Québec (RAMQ) to obtain data on diagnostic and surgi-
cal procedures related to the breast including chemotherapy, radiotherapy and visits to
radio-oncologists. This was possible because all these procedures have specific codes
and are performed by specific specialists, namely, surgeons, oncologists and radiation
oncologists, who have unique specialty identifiers. The validity of the RAMQ data-
base has been verified and shown to be high in another setting (Tamblyn et al. 2000).
Since no radiation therapy facility in Quebec is private and doctors must bill specific
procedure codes to the RAMQ in order to get paid, completeness of the data was
expected to be high. During the study period, all breast cancer related procedures were
performed in day surgery, thus requiring hospitalization. For that reason, the hospital
discharge file (MedEcho) was used to capture additional details concerning the treat-
ments and any missing breast cancer episodes. MedEcho is a mandatory database con-
cerning all the procedures performed during hospital stays. For confidentiality reasons,
the only personal patient information provided in the dataset from RAMQ was the
women’s age in 1992, in ﬁve‘year categories.

We made use of prior (1980-1991) and subsequent (1999) data to avoid truncat-
ing episodes that spanned administrative time periods. The 1996 Canadian census
database was used to obtain, for each Forward Sorting Area (first three characters of
the postal code), the median income (categorized as high if the median income was
higher than the 75th percentile), the proportion of households in which one or more
persons had completed high school (categorized as “educated” if more than two-thirds
of households in the area included at least one person with a high school diploma)
and the distance of the patient’s residence to the nearest radiation therapy facility
(categorized as 0—100 km, 101-400 km and >401 km because the often very wide
geographical area covered by each Forward Sorting Area did not permit finer strati-
fication). There were 10 radiation therapy centres in Quebec in 1991, and three new
centres were opened in the province during the study period.

Since routine mammograms are usually spaced at intervals of at least six months,
we considered consecutive surgical procedures to the breast that were separated in
time by five months or less to be related to a single breast cancer that was operated on
more than once (e.g., the biopsy, the definitive surgery and then a re-excision for posi-
tive surgical margins) and not to multiple breast cancers. Any non-surgical treatments
delivered later than one year after breast cancer surgery were considered not to be
related to that surgical procedure but rather to another cancer event. Topography and
morphology codes listed in the hospital discharge database were used to estimate the
stage of breast cancer.

Only episodes including breast surgery followed by adjuvant radiotherapy were
retained. Excluded were episodes with a diagnosis of disseminated disease, with local-
ized breast cancer occurring after an episode for metastatic cancer and where radio-
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FIGURE 1. Definitions of waiting time
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therapy was begun before surgery.

For patients who did not receive chemotherapy between their surgery and radia-
tion therapy, waiting time was calculated as the number of days between the last sur-
gery in an episode (accounting for possible multiple surgeries) and radiotherapy. For
patients who received chemotherapy, the time before the end of the chemotherapy was
considered as part of planned treatment and, thus, the waiting time was calculated as
the time from the last post-operative chemotherapy code to the initiation of radiation

therapy (Figure 1).

Statistical methods

Secular trends were analyzed using simple linear regression and logistic regression.

To evaluate factors associated with waiting time, hierarchical linear regression models
were used. We used the natural logarithm scale for waiting time because it was log-
normally distributed. We used hierarchical models because waiting times may be more
similar for patients treated in a given hospital (Bryk and Raudenbush 1992). We used
a two-level hierarchical model to try to isolate the effects of individual-level variables
on waiting time (e.g., tumour stage, type of surgery) from the variation in waiting
times explained by the radiation therapy centres’ differing waiting lists. This model
allowed each radiation therapy centre to have its own median value for waiting time.
The effect of any individual-level variable was then analyzed according to that centre-
specific median.
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All statistical tests were two-sided. The reported confidence intervals (CI) were
evaluated at the 95% level, and all covariates were adjusted for the others in the
retained model.

Results
Demographic characteristics

Between 1992 and 1998, there were 30,446 episodes of surgically treated breast can-
cers among 27,734 patients. Of these, 1,374 episodes were metastatic, thus leaving
29,072 cancer episodes for analysis.

Table 1 shows that the distributions of age and stage of breast cancer were faitly
stable during the study period. Apparent changes in the age distribution over time are

TaBLE 1. Selected characteristics of the 29,072 non-metastatic breast cancer
episodes among the 27,734 patients surgically treated in Quebec between
1992 and 1998

Total (%) 1992 1993 1994 1995 1996 1997 1998
Women'’s age in 1992 % % % % % % %
20-34 1488 (5.1) 2.6 3.6 3.9 4.8 5.9 6.2 7.5
35-49 8968 (30.9) 254 284 289 305 3.6 341 34.6
50-64 10092 (34.7) 335 337 346 348 351 348 36.0
65-79 7364 (25.3) 313 283 276 257 245 225 203
=80 | 160 (4.0) 7.3 6.1 4.9 4.2 2.9 2.4 l.6
Cancer stage
Benign In situ 199 (0.7) 0.6 0.8 0.9 0.7 0.6 0.5 0.8
Localized 19336 (66.51) 662 670 66.8 654 666 665 67.0
Regional 7431 (25.6) 284 268 267 264 248 24.1 23.1
Unspecified 2106 (7.2) 4.8 53 5.7 7.5 8.1 8.8 9.1
Surgery in a centre
with a radiation 8420 (29.0) 299 295 282 283 298 290  29.1

therapy service

Highest quartile
for median income 5846 (24.8) 229 242 249 242 256 260 283

Residential distance
from a radiation
therapy centre

0-100 km 25960 (89.4) 885 898 898 888 890 896 899
101-400 km 2933 (10.1) 10.9 9.8 9.6 10.6 104 100 9.7
=401 km 158 (0.5) 0.5 0.4 0.7 0.7 0.6 0.5 0.5
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TaBLE 2. Distribution of the number of cases by type of treatment
and calendar year

1992 1993 1994 1995 1996 1997 1998  Average

absolute
annual
change
(95% ClIy*
Total number of cases 3532 3675 3904 4062 4231 4503 5165  5.5%
(3.7t07.4)
Proportion with 78% 78% 78% 80% 81% 80% 82% 0.7%
breast-conserving surgery (03to I.1)
Number receiving 1966 2125 2306 2393 2592 2886 3398 9.0%
radiotherapy, any surgery (5710 12.4)
Proportion receiving 56% 58% 59% 59% 61% 64% 68% 1.8%
radiotherapy, any surgery (1.2t02.4)
Radiotherapy given, 1783 1963 2125 2217 2410 2681 3279 1.8%
breast-conserving (65%) (68%) (70%) (68%) (70%) (75%) (77%) (1.0to2.6)
surgery episodes only
Radiotherapy given, 183 162 181 176 182 205 219 0.3%

mastectomy episodes only  (23%) (20%) (21%) (2%) (22%) (22%) (24%) (-0.3 10 0.8)

Proportion receiving 0.3%
chemotherapy 27%  26%  25% 25% 25% 27% 28% (-0.4to 1.0)

*Modelled using simple linear regression

explained by the fact that age was provided in the database as the patient’s five-year
age category in 1992 rather than when she was diagnosed. Table 2 shows that there
was a statistically significant average increase in the number of breast cancer cases

(5.5% per year, 95% CI 3.7%—7.4%), in the proportion of patients treated with breast-

conserving surgery (average of 0.7% per year, 95% CI 0.3%—1.1%) and in the number
of patients receiving radiation (9% per year; 95% CI 5.7%—12.4%). For patients
treated with breast-conserving surgery, the proportion of subjects receiving radiation
increased from 65% to 77% (annual increase of 1.8%; 95% CI 1.0%—2.6%). The over-
all use of chemotherapy (26% of patients) and radiation therapy for patients treated
with mastectomy (22%) was stable.
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FIGURE 2. Median waiting time for radiation therapy, by calendar year, for
groups with and without chemotherapy. Vertical bars represent the 95%
confidence intervals
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Post-operative radiation therapy was provided in 17,684 (60.8%) of the cancer epi-
sodes. Of these, 4,821 contained an indication that chemotherapy was received after
surgery and before radiation.

Figure 2 shows the median and 95% CI of the waiting time, by year of treatment,
for the group without chemotherapy and for the group with chemotherapy. For the
former group, the median waiting time was 69 days in 1992 and 88 days (28% longer)
in 1998; for the group receiving post-surgery chemotherapy, the median waiting time
was 17 days in 1992 and 22 days (32% higher) in 1998.

For patients not receiving chemotherapy, the unadjusted proportion of patients
having to wait more than eight weeks before radiation therapy increased from 70% in
1992 to 82% in 1998 (Figure 3). If a 12-week cut-off is used, the proportion increased
from 36% in 1992 to 57% in 1998.

Tables 3 and 4 show the predictors of waiting time, expressed as the percentage
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FIGURE 3. Distribution of the proportion of patients by specific durations
of waiting time for radiation therapy among subjects who did not have
chemotherapy between surgery and radiation
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change in the median. The effect estimates of the patient-specific covariates are pro-
vided in the first column and the estimated between-centre variation in the patient-
specific covariates effects is presented in the second column.

In the non-chemotherapy group (Table 3), waiting times between 1992 and 1998
increased on average by 63%. There was considerable variation by radiation centre,
explaining 30% of the variability in waiting times. For example, the 95% confidence
interval for the mean change (63%) between 1992 and 1998 in median wait times
across centres was —11% to +199%. The large variability is due partly to the opening
of radiation centres (with shorter waiting times) in the later years. Individual-level
factors associated with waiting time were regional cancer spread (9% increase), having
had a mastectomy instead of breast-conserving surgery (25% increase), living farther
than 100 km from a radiation therapy centre (10% increase), seeing a radiation oncol-
ogist before having surgery (30% decrease), having surgery in a centre where there is
a radiotherapy service (13% decrease) and coming from an area in which the average
level of education is higher (3% decrease). The individual-level variables in the model
explained a small part (15%) of the variation in waiting times. The only centre-specific
variable that contributed to the model was the proportion of patients from a high-
income area (2% decrease for each 10% increase). The number of patients that the
centres treated per year did not influence waiting times.
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TaBLE 3. Predictors of waiting time for radiotherapy in the group
not receiving chemotherapy

Hierarchical modelling
% change in median 95% CI for mean change

waiting time (95% CI)

Patient-level predictors:
in median waiting times
across RT centres

1993 vs. 1992 9% (2 to 16%) -10to 31%
1994 vs. 1992 10% (I to 219%) —16 to 45%
1995 vs. 1992 5% (-8 to 20%) -30to 59%
1996 vs. 1992 12% (0 to 24%) —20 to 55%
1997 vs. 1992 4% (—4 to 37%) —36to 103%
1998 vs. 1992 63% (35 to 97%) —1'1to 199%
Regional cancer spread 9% (4 to 14%) -5 10 25%
For mastectomy vs. breast-conserving surgery 25% (15 to 36%) -31t0 61%
If seen pre-op by a radio-oncologist —30% (=37 to —23%) —48 to —6%
If surgery done in a centre where there is —13% (=17 to —8%) -25t0 2%
a radiotherapy service

Living more than 100 km from a 10% (4 to 17%) -8 to 32%
radiotherapy centre

Living in an area where at least one person —3% (-5 to —1%) —-6to 1%
completed high school in 2/3 of households

Missing information for household education —20% (-32 to —4%) -53t039%
Hospital-level predictors:

Proportion of patients from high median —2% (-3 to —1%) n.a.

income area, per 10% increase

n.a.: not applicable; Cl: confidence interval

For the chemotherapy group (Table 4), the radiation therapy centre at which a
given patient was treated explained only 2% of the variation in waiting times, while the
patient-level variables explained 10% of that variation. The association between indi-
vidual-level variables and waiting time in this group was similar in direction to what
was found in the non-chemotherapy group: regional cancer spread (28% increase), hav-
ing had a mastectomy instead of breast-conserving surgery (31% increase) and having
surgery in a centre with a radiotherapy service (—18%). A trend towards longer waiting
times was found in the later years (35% longer in 1998 than in 1992). The parameters
estimates in the chemotherapy group are less stable because the cohort was smaller.
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TABLE 4. Predictors of waiting time for radiotherapy in
the group receiving chemotherapy

Hierarchical modelling
Patient-level predictors: % change in median 95% CI for mean change
waiting time (95% CI) in median waiting times
across RT centres

1993 vs. 1992 5% (-10to 23%) 2110 39%
1994 vs. 1992 —5% (=27 to 24%) -55 to 100%
1995 vs. 1992 —3% (29 to 31%) —60to 135%
1996 vs. 1992 25% (—14 to 82%) —60to 287%
1997 vs. 1992 19% (~17 to 72%) -60 to 259%
1998 vs. 1992 35% (-3 to 88%) -50 to 269%
Regional cancer spread 28% (15 to 43%) 410 72%

For mastectomy vs. breast-conserving surgery 31% (16 to 48%) 3to 67%

If surgery done in a centre where there is —18% (35 to 4%) —61 to 74%

a radiotherapy service

Cl: confidence interval

Discussion

The main findings from this study are that waiting times for receiving radiation ther-

apy after surgery for breast cancer increased over the study period. The increase in the
group receiving chemotherapy is disturbing, because there should have been sufficient
time to schedule radiotherapy during the planned delay of three to six months.

Most of the variation in waiting times cannot be explained by the available data.
This result is not surprising given that this study is based on administrative databases
that contain very little data on personal characteristics, medical histories and limited
contextual variables. This should not, however, affect the validity of the findings. It
was troubling to find an increase in waiting time by distance from the nearest radia-
tion therapy centre. This finding may have been due to difficulties in communication
between the treating surgeon and the radiation oncologist. Supporting this observa-
tion was a favourable effect on waiting time for patients who had surgery in a centre
with a radiation therapy facility on site. These centres are located mainly within large
tertiary centres. Some possible explanations for this effect include improved commu-
nication between specialists, faster access to diagnostic tests and higher volumes of
patients treated by these surgeons.

Other factors adversely affecting waiting time were having had a mastectomy and
having regional disease spread. The longer waiting time could have been due to longer
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healing time after a more extensive surgery or to more thorough investigation and
treatment for a more severe disease.

In addition, the effect of socio-economic status and education on waiting time,
though small, was surprising considering the universal health insurance coverage in
the province of Quebec. This finding may reflect an ability of some women to influ-
ence more timely treatment.

Some radiation therapy
centres performed better

than others. Because each

.+ physicians are paid on the basis of hospital designation code

services rendered ... completeness and
accuracy of reporting have monetary
incentives attached.

was encrypted, it is difficule
to explore possible causes
such as total radiation thera-
py workload, staff shortages
and case mix. However, it

is likely that some of the
radiation centres were newly
created and thus may not have had the same backlog as the older ones. It also demon-
strates that during the study period, patients could have waited less if they had been
transferred from centres with long waiting lists to centres with shorter ones.

A strength of this study is that it is population based and that the data are robust:
physicians are paid on the basis of services rendered, and completeness and accuracy of
reporting have monetary incentives attached. Because of the universality of medicare,
very few procedures would have been performed at private clinics and, thus, coverage
of the data is close to 100%. The waiting times for radiation therapy reflected in this
study are thus a precise depiction of the situation in Quebec between 1992 and 1998.

A limitation of this study is that these results cannot be used to distinguish
system delays from patient delays, as our data sources contain only records for pro-
cedures performed by physicians. Nevertheless, in an oncology setting, the delay for
which the patient is responsible is often only the time from the appearance of symp-
toms until the first contact with a healthcare professional, as subsequent diagnostic
and therapeutic procedures are usually scheduled on behalf of the patient.

There are no data to suggest an optimal waiting time. As treatment decisions
involve major life-altering choices for women, an “appropriate” amount of time is
required to choose the best treatment approach (Coates 1999), and this may vary
considerably among women. On the other hand, women and their families may face
considerable anxiety because of delays. What is of more concern is that long waits
may also affect recurrence and survival, as suggested by theory and experience with
other cancer sites (Robertson et al. 1998; van der Voet et al. 1998; Petereit et al. 1995;
Fortin et al. 2002).

[164) HEALTHCARE POLICY Vol.1 No.2, 2006



Waiting Time for Radiation Therapy in Breast Cancer Patients in Quebec from 1992 to 1998

There is only one randomized clinical trial (Recht et al. 1996) and few retrospec-
tive studies investigating the effects of delays on breast cancer control (Buchholz et al.
1993; Clarke et al. 1985; Nixon et al. 1994; Buzdar et al. 1993; Vujovic et al. 1998;
Froud et al. 2000; Slotman et al. 1994; Recht et al. 1991; Hartsell et al. 1995). In the
randomized trial, 244 patients with early breast cancer were assigned, after breast-
conserving surgery, to receive a 12-week course of chemotherapy given either before or
after breast radiotherapy. There was lower overall survival (73% vs. 81%) and a higher
incidence of distant metastasis (36% vs. 25%), but a lower rate of local recurrence
(5% vs. 14%), in the group receiving radiotherapy early (thus delaying chemotherapy).
These observations have led to the practice of prioritizing chemotherapy over radia-
tion therapy for patients who require it.

A pooled analysis of the retrospective studies (Huang et al. 2003) compared local
breast cancer recurrence rates for patients treated later than eight weeks to those
receiving their post-operative radiation therapy within eight weeks. The pooled odds
ratio of recurrence among patients treated later compared to those treated within eight
weeks was 1.62 (95% CI 1.21-2.03), representing a 62% higher risk of recurrence
among those receiving radiation more than eight weeks after surgery.

The existing data do not show a relationship between local cancer recurrence rates
and survival. The usually slow tumour kinetics of breast cancer (which lead to under-
detection of late recurrences in studies with short observation periods) and the option
to perform a mastectomy in patients with local recurrence after breast-conserving
surgery are possible explanations for this lack of obvious relationship between local
recurrences and cancer death.

Because waiting time usually reflects accessibility to services, some measures have
been implemented in the province since 1998 to address this issue — for example,
centralized management of the waiting lists of all radiation therapy centres and trans-
fer of patients to centres with shorter waiting lists, opening of new radiation therapy
units and a significant increase in admissions to the radiation oncology residency pro-
gram and the radiation technologist training programs.

One has to remain conscious, though, of the unrelenting increase in the total
number of breast cancer cases over the years, as shown in this study. As a conse-
quence, we believe that the problem of waiting lists must be kept under close scrutiny
if we want to maintain the highest standards of cancer treatment for our population,
and the available administrative databases provide a tool to do so.

Correspondence may be directed to: Dr. Bernard Fortin, Dept. of Radiation Oncology, Centre
Hospitalier de I'Université de Montréal, 1560 Sherbrooke East, Montréal, QC H2L 4M1.
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