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PUBLIC ENGAGEMENT (PART 1):* — ENGAGING THE PUBLIC IN
HEALTHCARE POLICY: WHY DO IT? AND WHAT ARE THE CHALLENGES?

KEY MESSAGES

e The opinions and perspectives of the public play a valuable role in developing high-
quality, evidence-informed policy guidance.

e Engaging the public in health policy decisions can increase the public’s trust and
confidence in their healthcare system.

e The public holds important health knowledge, but this knowledge should be applied
carefully and appropriately, in line with the context and purpose of the decision in
question.

“The legitimacy and sustainability of any major policy decision increasingly depends
on how well it reflects the underlying values of the public.”'

The development of evidence-informed healthcare policies relies heavily on the
hierarchies of research and the technical know-how of experts. However, the
experiences, opinions, and value preferences of patients, the general public and
consumer advocates also play a legitimate and useful role," especially when difficult,
value-laden decisions must be made.'

Why involve the public?

Health policy decisions are not cut and dried; they often go beyond weighing options
of varying efficiency, effectiveness and other factors that may be demonstrated
through research. These decisions sometimes involve trade-offs for which there is no
research base, and may lead to different outcomes for different populations. One
well-known example is the Oregon Health Plan. Two decades ago, in an effort to
expand Medicaid enrolment, the state of Oregon began a process of rationing
treatments for its Medicaid recipients. The process of defining what would be covered
under Medicaid took place in the public eye, with various expert and community
consultations, carried out by an 11-member health services commission comprised of
professional and lay people.” Although the Oregon process has been criticized (for
example, for being overly ambitious),iv it was also considered a leading edge
experiment, one that has sown the seeds for further public engagement in healthcare
today.
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Recently, researchers representing the University of Toronto Priority Setting in
Health Care Research Group presented four reasons why engaging the public in
setting healthcare priorities, in particular, has value: (1) the public is the most
important stakeholder in the healthcare system; (2) engaging the public is in
keeping with the principles of a democracy; (3) members of the public can provide
insights on the values and priorities of their communities; and (4) engaging the
public can lead to improved public trust and confidence in the healthcare system.”
The experiences of the 2001 Romanow Commission on the Future of Health Care in
Canada demonstrate this value. Motivated by its mandate to reframe the healthcare
contract, the Commission held 12 day-long dialogue sessions across the country,
each with about 40 citizens representing cross-sections of the Canadian population
(patients, taxpayers, and members of the community). For the participants, the
consultations led to increased awareness of issues, which in turn led to greater
acceptance of change. Participants’ support for raising taxes to add more health
resources, for example, increased from 48% to 61% overall.' For the Commission,
the public dialogue substantially influenced its November 2002 report, aptly titled
Building on Values: the Future of Health Care.

One area that has started to increase its use of public engagement is that of health
technology assessments. HTAs — research that assesses the effectiveness of different
healthcare treatments — are beginning to expand beyond a narrow interpretation of
clinical effectiveness to include not only considerations of a technology’s efficiency
and safety, but also the impact on quality of life and patient satisfaction."' As the
scope of this research grows, there is an increasing need to engage the public,
particularly seeking their values, as these play a fundamental role in informing
coverage recommendations."" In the United Kingdom, the National Institute for
Health and Clinical Excellence allows members of public and stakeholder groups to
become involved in reviewing specific technologies."" This initiative is designed to
ensure that citizen perspectives are heard as part of the review process, while also
allowing citizens to identify gaps in the available evidence or flaws in its
interpretation.”

Challenges and solutions

Researchers have mitigated a number of barriers to pursuing greater public
involvement.” One of the difficulties in incorporating the perspectives of the public is
that the term “perspectives” covers a wide range of views — from a single person’s
claim that a treatment works, to more substantial exercises that engage a patient or
the public and include the views of many people. Rather than relying solely on the
testimony of one person or a small group, which can potentially introduce bias,
preference should be given to approaches that systematically incorporate the
perspectives of many people. Another concern is that participants’ knowledge could
inappropriately outweigh other types of evidence such as clinical trial and research
data.™ To help allay these concerns and those related to bias, systematic reviews of
evidence should include high-quality qualitative research studies, as they allow for a
more rigorous analysis of patient experiences.”

Yet another challenge comes in choosing between the methods available for
engaging the public - surveys and polls, interviews, focus groups, open houses, and
public meetings are all well-known strategies for engaging members of the public.
One strategy that is increasingly relied on in the health sector is deliberative
processes.* Each of these methods has a different financial cost; the total bill for the
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Romanow Commission’s consultations, for example, was an estimated $1.3 million.'
Although more costly than polling, engaging the public in dialogue is essential when
decisions require value-laden judgments. Regardless of the strategy used, however,
it is important to establish guidelines at the beginning of the exercise for how
personal testimonies and other forms of participant knowledge are to be included.

Conclusion

Any policy question can be answered without input from the general public or
patients, but the idea behind seeking this kind of input is that the way in which the
question is addressed can lead to more sound and considered policy. That said, the
perspectives of the public must be incorporated in a way that does not undermine
the original intent, which is to provide policy guidance based on consideration of all
the relevant evidence. In the same way, public opinion should be sought in ways that
are appropriate to the context and purpose of the decision in question.

In the same way, public opinion should be sought in ways that are appropriate to the
context and purpose of the decision in question.

*Public Engagement (Part I1): How Do Deliberative Processes Achieve
Meaningful Public Engagement? was released as part of a special double
issue on public engagement.

References

i. Maxwell J et al. 2003. “Giving citizens a voice in healthcare policy in Canada.”
British Medical Journal; 326:1031-1033.

ii. Entwistle VA et al. 1998. “Lay perspectives: Advantages for health research.”
British Medical Journal; 316: 463-466.

iii. Ham C. 1998. “Retracing the Oregon trail: The experience of rationing and the
Oregon health plan.” British Medical Journal; 316: 1965-1969.

iv. Alakeson V. 2008. “Why Oregon went wrong.” British Medical Journal; 337: 900-
901.

V. Bruni RA et al. 2008. “Public engagement in setting priorities in health care.”
Canadian Medical Association Journal; 179(1): 15-18.

vi. Fuchs V and Garber A. 1991. “The new technology assessment.” New England
Journal of Medicine; 324(6): 421.

vii. Abelson J et al. 2007. “Bringing ‘the public’ into health technology assessment
and coverage policy decisions: From principles to practice.” Health Policy; 82: 37-50.

viii. National Institute for Clinical Excellence. 2004. Guide to methods of technology
appraisal (reference N0O515).
http://www.nice.org.uk/niceMedia/pdf/TAP_Methods.pdf

© Canadian Health Services Research Foundation



ix. Quennell P. 2003. “Getting a word in edgeways? Patient group participation in
the appraisal process of the National Institute for Clinical Excellence.” Clinical
Governance; 8(1): 39-45.

X.Leys, M. 2003. “Health care policy: Qualitative evidence and health technology
assessment.” Health Policy; 65: 217-226.

Further Reading

Abelson J et al. 2004. “Canadians confront health care reform.” Health Affairs;
23(3):186-193.

Abelson J and Eyles J. 2004. “Public participation and citizen governance in the
Canadian health system.” In Forest PG, Mcintosh T, & Marchildon G. (Eds.) Changing
Healthcare in Canada: The Romanow Papers, Volume 2. (pp. 279-311). Toronto:
University of Toronto Press.

Canadian Health Services Research Foundation. 2007. Priority themes: Values-based
decision-making and public engagement.

Commission on the Future of Health Care in Canada. 2002. Building on values:
The future of health care in Canada. Final report. Ottawa: Commission on the

Future of Health Care in Canada.

Kenny N et al. 1997. “Values Working Group Synthesis Report.” In Canada health
action: Building the legacy, Volume Il. Ottawa: National Forum on Health.

© Canadian Health Services Research Foundation


http://www.chsrf.ca/research_themes/public_e.php
http://www.chsrf.ca/research_themes/public_e.php
http://www.hc-sc.gc.ca/hcs-sss/alt_formats/hpb-dgps/pdf/hhr/romanow-eng.pdf
http://www.hc-sc.gc.ca/hcs-sss/pubs/renewal-renouv/1997-nfoh-fnss-v2/legacy_heritage2-eng.php

