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Are patient organisations overly influenced by industry funding?
Two recent articles give fresh currency to a perennial debate.
The first is a survey of a sample of leaders of patient advocacy
organisations (439 surveyed, representing 5.6% of 7865
identified US patient advocacy organisations). The authors
found that although most of the 289 organisations that responded
reported modest industry funding, a minority had substantial
support, raising concerns about their independence. Survey
respondents acknowledged a need to improve conflict of interest
policies.1 A second study of 104 patient advocacy organisations
found similar funding patterns and that only 12 had published
policies for managing institutional conflicts of interest.2

Nobody disputes that funders of all types—regardless of whether
they are from the public or private sector—can bias those in
receipt of funding. There are well understood and researched
risks for health professionals, researchers, and patient
organisations alike. But to suggest on the basis of such surveys
that patient groups are not sufficiently representing the interests
of patients and citizens, as a linked opinion piece by Moynihan
and Bero argues,3 is overdone. Nor is their proposal that patient
groups should “ultimately disentangle” themselves from industry
realistic in a health sector increasingly characterised by
collaboration between public, private, and non-profit
organisations.
Patient groups are diverse, but all are mission driven
organisations trying to improve outcomes for particular groups
of people. They can and should seek out appropriate relations
with a range of partners, including industry. Funding is an
important component of their activity, with the potential to do
a great deal of good.
Patient organisations cannot be blamed for taking an interest in
medicines. But many have a much wider role, ensuring that
people get proper information and advice, a voice in their own
care, practical and emotional support, and responsive and
coordinated services. A cancer charity might take as much
interest in housing, welfare, and employment as in cancer drugs.
Viewing the non-profit sector in health and care only through
the lens of medical treatment is a misunderstanding.

On the other hand, patient groups cannot plead that simply
because they represent patients or have non-profit status that
they are necessarily the good guys. Complacency serves only
to fuel the criticisms levelled at them. The onus is undeniably
on the organisations to demonstrate that they are well run in the
interests of patients and the public.
Good leadership and strong governance are essential. Codes of
conduct and guidance already exist for deciding when and how
to work with industry and when not to. These highlight common
values and principles, including clarity of purpose, integrity,
independence, accountability, and transparency. They also
provide examples of how such principles can be put into
practice.4-7

Patient organisations should seek a diversity of funding sources
and consider each on its merits. All funding sources should be
declared publicly along with the purpose for which money has
been received. Conflicts of interest must be managed robustly
and transparently, and all policies about funding and dealing
with conflicts of interests made available to donors, supporters,
and the public. Those who observe best practice have a stout
defence of their conduct. Those that do not have few excuses.
Umbrella coalitions of patient organisations, such as England’s
National Voices, are well placed to encourage and support their
members to follow published guidance and codes of conduct
and to evaluate and review practice.
In addition, patient organisations should challenge themselves
to ensure that patients have a strong role in how they are run
and the decisions they take. For example, many patient
organisations have adopted the James Lind Alliance priority
setting partnerships methods to identify research priorities with
patients, carers, and health professionals, independently of
industry.8

This is both right in principle and an effective rejoinder to those
who claim that patient organisations are in the pockets of
corporate or governmental interests. What matters to patients
and their families should be a golden thread through everything
that the organisation does.
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Patient organisations should not be put off responsible working
with industry for fear of guilt by association. Equally, each
organisation must decide its own position on funding, and that
will include—for some—refusing all funding from industry.
Meanwhile, there are some signs that industry is seeking to
work in a more open and constructive way with patient groups,
although, by its own admission, it still has a great deal to learn.9

Successful collaborations will be able to demonstrate a clear
purpose that benefits patients and ways of working that are
based on the principles of integrity, independence,
accountability, and transparency.
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