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Health consumer organisations (HCOs) have a major and
growing voice in health policy, including through submissions
and discussions about government subsidy for new medicines.
Health consumer organisations are funded in a variety of
ways and many accept pharmaceutical industry funding.' This
supports their work but there is concern over real and perceived
conflicts of interest: i.e. HCO acceptance of pharmaceutical
industry funding delivers a risk that HCOs will prioritise the
interests of the funder over interests of the public, and sector-
wide reliance on industry funds might mean than non-industry
funded voices are drowned out.” If there is a perception amongst
health policy makers that HCOs are becoming mouthpieces
for industry rather than providing a citizen’s rights perspective
on health services, they may stop listening to HCOs or stop
inviting HCO involvement in policy. Addressing conflicts of
interest is an issue of concern for the HCO sector as well as for
policy makers.

We report here on a unique initiative of independent, nation-
wide discussion amongst HCOs to discuss the risks and benefits
of partnering with the pharmaceutical industry. We invited HCO
leaders from across Australia to a meeting in Sydney in March
2020. The meeting was co-convened by Health Consumers
NSW, Consumers Health Forum of Australia and the Evidence,
Policy and Influence Collaborative at The University of Sydney.

The aim of the meeting was to work towards a set of
principles and suggestions for best practice that HCOs might
draw on when considering whether, or how, to interact with
pharmaceutical industry funders. The idea is that this indepen-
dent, collaborative resource will add to existing Australian
guidance documents for those who wish to work with industry,
which have been produced by industry and/or individual HCO
governing bodies.**
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We had 42 attendees from around the country, including 29
people from 22 HCOs, one individual consumer, nine academics
and three others (government, professional health organisation).
We discussed and collated principles and examples of best
practice that might assist HCO considerations about potential
pharmaceutical industry funders (see Box 1). More detail is
available in the full report.5 This material is drawn from the
experiences and views of participants as expressed on the day.

This workshop was the start of a conversation and a positive
step towards keeping the activities and advocacy of HCOs
independent. We welcome comments and suggestions for future
work in this area.
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Box 1. Principles to guide consumer organisations thinking about engaging with pharmaceutical industry funders and participant suggestions on
best practices for operationalising the principles*

1. Consumer centredness

Making sure that your actions are in keeping with members’ views, expectations and interests, as determined from regular consultation and feedback.

2. Honesty/transparency

Being open and upfront with your members about things that may matter to them (e.g. providing easily accessible information on: funding sources
including dollar amounts and uses; policies around industry funding; any financial relationships between Board members and the pharmaceutical industry).

3. Fairness

Being mindful of the interests of all health consumers, including but not necessarily limited to members of your own organisation (e.g. advocating for a
pooled industry fund to ensure voices of all organisations are heard including those without a pharmaceutical solution and to support non-drug related
research that the pharmaceutical industry would not otherwise be willing to fund).

4. Independence

Acting in accordance with your organisation’s own plans and priorities in the interests of your members and the health consumer sector, without influence
from third parties (e.g. only accepting money for already-planned projects, having formal contracts with funders, refusing gifts of food and travel, limiting
the percentage of total funding the organisations will accept from the pharmaceutical industry).

5. Values alignment

Being aware of the values, actions and health impact of potential funding organisations and avoiding or limiting relationships with less socially responsible
companies (e.g. those with unfair pricing policies that effectively prevent access to medicines or that promote unsafe products; assessed through Access to
Medicine Foundation league tables or membership of Medicines Australia).

6. Governance/accountability

Accepting responsibility and having measures in place for the oversight of organisational actions to ensure they are in keeping with the organisation’s
expressed ideals and practices (e.g. avoiding current industry personnel on Boards, regular audits of industry relationships by people unconnected to the
Board or fund-raising activities).

APrinciples are worded using terminology in frequent use on the day.
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