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Public engagement in setting priorities in health care

Rebecca A. Bruni BA BScN, Andreas Laupacis MD MSc, Douglas K. Martin PhD, for the University
of Toronto Priority Setting in Health Care Research Group

etting priorities in health care means allocating lim-

ited resources so that some programs are supported

and others are not (Box 1). For more than a decade,
patients, scholars and government reports have asserted that
the public should have greater involvement in setting health
care priorities,' but progress on this front in Canada has
been slow. We believe the merits of public involvement are
compelling and in keeping with a democratic society’s de-
sire for an informed, fully engaged citizenry. In this com-
mentary, we review the value of public engagement, address
the perceived barriers and suggest ways forward.

The value of public engagement

There are at least 4 reasons for believing that public engage-
ment in setting health care priorities has value. First, because
the public funds and uses the health care system, citizens are
the most important stakeholders of the health care system.
Thus, legitimacy and fairness demand that they be at the pri-
ority-setting table.” Second, greater involvement of the public
in policy-making is in keeping with the principles of democ-
racy.’ Third, empowering people to provide input in decisions
that affect their lives encourages support for those decisions,
which in turn improves the public’s trust and confidence in
the health care system.* Fourth, public involvement provides
a crucial perspective about the values and priorities of the
community, which should lead to higher quality, or at least
greater acceptance of, priority-setting decisions.’

Perceived barriers
Various barriers have frequently been cited in the literature as

reasons not to pursue greater public involvement.*"' We do
not believe these arguments stand up to scrutiny (Table 1).

Box 1: Definitions of key terms

e Priority setting (also known as resource allocation or
rationing): The distribution of limited resources among
competing programs or people.

e Public engagement: The practice of involving members
of the public in the agenda-setting, decision-making
and policy-forming activities of priority setting.

e Public: In this commentary, public means citizens other
than those affiliated with government and health care
providers, employees of pharmaceutical and device
companies, employees of disease-focused groups and
elected officials.

Key points

e The public is the most important stakeholder in the health
care system.

e Engagement of the public in priority setting in health care
is in keeping with the ideals of a democracy.

e Members of the public can provide a crucial perspective
about the values and priorities of the community, which
should lead to higher-quality decisions in priority setting.

e Engagement of the public should improve the public’s
trust and confidence in the health care system.

It is frequently stated that members of the public are not
objective — they have an inherent personal bias and cannot
represent interests other than their own. However, this con-
cern is applicable to all participants currently sitting at the pri-
ority-setting table, including health care professionals, admin-
istrators and researchers.® There is no reason to believe that
members of the public are less objective than any other type
of participant.

Some believe that the public is not well enough informed
about the complicated scientific, clinical and administrative
aspects of health care to contribute meaningfully to priority
setting.” However, many, if not most, members of the public
have real-life experience as users of the health care system
and other public services (such as education) and can offer
insight into the values and beliefs of the public at large. In
genuine public engagement, members of the public are not
expected to be scientific experts, but rather to provide their
perspectives.?

Some studies have shown that members of the public do not
identify themselves as appropriate people to be engaged in pri-
ority setting, and they have been labeled “reluctant rationers.”
However, there is evidence that, if the public is educated about
priority-setting decisions and involved under appropriate cir-
cumstances, they are willing to accept the inevitability of ra-
tioning and want to participate in such decisions.’

Three factors will increase public enthusiasm for involve-
ment in priority setting. First, priority setting is sometimes
framed as a technical exercise focusing on evidence-based
medicine and cost-effectiveness analysis (e.g., Canadian drug
reimbursement committees). Members of the public would be
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reluctant to participate in such technical discussions for which
they are not equipped; it must be made clear that the role of
public committee members is to reflect the values and views
of the public, not to debate complicated scientific issues, no
matter how important they are to the decisions concerned.

Second, too often members of the public who have been
“consulted” about policy choices later find that their views
have been ignored, which leads them to conclude that their in-
put was not valued, thus causing anger and cynicism."

Third, members of the public often perceive an intimidat-
ing power imbalance between them and clinician and policy-
making experts, which can undermine the legitimacy and fair-
ness of the priority-setting process."” Efforts should be made
to minimize these imbalances by setting an appropriate tone
during deliberations and including a sufficient number of rep-
resentatives of the public on decision-making bodies so that
they do not feel that their membership is token.” Even when a
commitment to meaningful public involvement is made, often
no more than 1 or 2 public members are included; this may be
too few for a critical mass and reduces the probability of re-
flecting the broad views of the public."

Another barrier to public engagement is concern that those
chosen will not be representative of the public. A small num-
ber of public representatives on a decision-making committee
cannot possibly represent all legitimate public views. How-
ever, the same can be said of the ability of a small number of
clinicians or health care managers to represent the complexi-
ties of their constituencies’ views, much less the views of the
public. Focusing on representation misframes the issue. What
is important is not that those individuals represent all sectors
of their communities, but that a diverse group of fair-minded
individuals from relevant constituencies come to the table,
participate in deliberations and articulate a range of diverse
and relevant values.?

Finally, some believe that involving the public will make
the decision-making process too protracted.” However, some

methods of public involvement, such as having members of
the public on decision-making committees, typically have lit-
tle impact on the time required to make a decision. Other
methods, such as consulting with the public through public
forums, may extend the time required. However, sometimes
“you save time by taking time.”"" If the necessary time is not
taken to obtain genuine input from stakeholders to help en-
sure pragmatic priority setting, a greater amount of time may
be spent later addressing objections to both the process and
the outcome.

Ways to increase public engagement

Some formalized public involvement already exists in Cana-
dian health care, notably through public boards of directors of
hospitals and other health care delivery organizations, includ-
ing regional health authorities. However, board members are
often chosen because of their fundraising abilities and politi-
cal connections (both very important attributes), and some
spend relatively little time on priority setting, which is usually
left to the “experts” within the organization. Evaluation of
Canadian advisory committees on health technology assess-
ment has identified opportunities and specific methods to en-
hance public involvement in such assessment.” Recently,
there have also been some initiatives to increase public in-
volvement in decision-making about drug reimbursement,
through appointment of members of the public to the Cana-
dian Expert Drug Advisory Committee and the Ontario Com-
mittee to Evaluate Drugs, as well as the creation of an Ontario
Citizen’s Council focusing on drug policy. Although these ef-
forts are encouraging, they are insufficient.

Canadian decision-makers can learn from domestic and in-
ternational experiences to develop a culture of shared deci-
sion-making among policy-makers, expert advisers and mem-
bers of the public (Table 2)."'** The public can be involved
in several ways:

Table 1: Perceived barriers to public engagement in setting health care priorities

Barrier Response
Members of the public are not objective — they have  This concern is applicable to all participants in priority setting®
an inherent personal bias and cannot represent e Members of the public are not expected to be objective scientific

interests other than their own

experts, but rather to participate in value-based deliberations’

Members of the public are not well enough informed
to contribute to priority setting in a meaningful way’

Most members of the public do not identify themselves
as appropriate people to be engaged in priority setting®

Members of the public involved in priority setting
will not be representative of the public

Involving members of the public will make
decision-making too protracted"

Members of the public are experts in the lived experience of using
the health care system and offer insight into the values and beliefs
of the public at large

Some members of the public are interested in being involved under
appropriate circumstances’

Fair-minded people from all relevant constituencies need to be at
the table, participate in deliberations and articulate relevant values.
They need not represent all sectors of their communities®

Some methods of public involvement (e.g., appointing public
members to decision-making committees) will have no impact on
the time taken"

If the necessary time is not taken to obtain genuine input from
stakeholders, more time may be spent later addressing objections to
the process and outcome”
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e as representatives on priority-setting committees

* as representatives on executive committees and boards
(i.e., hospital boards and regional health authorities)

e as members of citizens’ councils to provide ongoing ad-
vice on specific matters

e as participants of surveys, citizens’ juries, community
meetings, focus groups and the like, to provide feedback
on all elements of priority setting.
Of course, not all decisions require this degree of public

involvement, and good judgment is needed when deciding

when and how to involve the public.

Cautions and realities

Although we believe that the case for more public involvement
in setting health care priorities is compelling, little high-quality
evidence exists to support that assertion. Because of the com-
plexities of decision-making, such evidence will be hard to pro-
duce. However, we do not consider this sufficient reason to de-
lay increasing public involvement in priority setting.

Table 2: Examples of public involvement in setting health
care priorities in other countries

Country Example

United States In Oregon, public hearings, community
meetings and telephone surveys have been

conducted to elicit the publics values. ™

The Stemming from the Dunning Committee’s

Netherlands report, the public was given the
opportunity to debate on services being
funded. About one-third of the population
was involved.”

New Zealand The Core Services Committee used a range of
methods, including questionnaires, public
meetings and discussion forums, to elicit the

public’s thoughts on priority setting.”

The National Institute for Health and
Clinical Excellence (NICE) uses direct
consultation to engage patients in the
development and dissemination of its
guidelines and priority decisions. The
institute also has a standing Citizens’
Council, an advisory body of citizens who
are not health services employees or
experts in health care. This council makes
recommendations on social, ethical or
moral questions for consideration by NICE’s
board during priority setting.”

United
Kingdom

Sweden The Parliamentary Priorities Commission
conducted surveys to understand the public’s
attitudes toward health care priority setting
and encouraged public feedback on its

report through citizen juries.”

Israel The National Advisory Committee decides
which technologies should be added to the
list of publicly funded health services.
Public representatives constitute more than
one-third of the committee members. The
committee is given predefined criteria to

guide its recommendations.”
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Priority setting often means making difficult choices, and
public involvement may not always make these easier or less
controversial. This was illustrated by the demonstrations and
court action in response to the decision of the National Insti-
tute for Health and Clinical Excellence not to reimburse users
of cholinesterase inhibitors for dementia,” despite its involve-
ment of patients and the public in almost all aspects of its
decision-making process.

It is important that the request for public input not be over-
taken by advocacy groups. In our current system, there is al-
ready ample opportunity for disease-oriented groups to en-
gage in political lobbying and, although their voices should
be heard in public-engagement exercises, it is the “unaffili-
ated public” who have the least say in decision-making, with
important societal implications.

Poorer members of our society already have worse health
and access to health care than wealthier members. It is im-
portant that public engagement not involve only people of
higher socioeconomic status, as this would exacerbate the
disparities.

All deliberations made with public input need not be con-
ducted in public. There can be great value in an appropriately
constituted decision-making body meeting in private, but then
publicly disclosing the results of its deliberations. This is
analogous to the private deliberations of juries in our legal
system, which allow them the opportunity to discuss freely,
question and argue to arrive at the best decision.
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Holiday Reading

Call for submissions

thread is medicine in all its permutations.

Do you have something profound or profoundly entertaining to
say? CMAJ may be just the place to publish. In December 2008,
we will present a special Holiday Reading section — a deviation
from our usual Holiday Review fare. The section will feature es-
says, creative non-fiction, short fiction and narrative medicine arti-
cles. Your missive can be ethical or satirical, personal or aca-
demic, plainly frivolous or gratuitously entertaining; the common

Articles should be no longer than 1200 words; photographs
and illustrations are welcome. Send your submissions for consid-
eration via our online manuscript system (http://mc.manuscript
central.com/cmaj). Please mention in your cover letter that your
submission is intended for this year’s Holiday Reading issue.

The deadline for submissions is Oct. 7, 2008.
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