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(www.invo.org.uk). Active involvement of
patients, other service users, and the
public in the research process is expected
to lead to research which reflects their
needs and views, and subsequently more
likely to produce results that can be used
to improve practice in health and social
care. There are roles for patients and the
public too in transferring the research
findings into policy, practice, and personal
decisions. Patients may consider the
evidence when sharing decisions with a
clinician for their care as an individual; or
they may take part in developing or
implementing guidelines for practice more
generally.3

Clarity about the purpose of public
involvement and what is to be achieved is
a prerequisite for choosing methods for
involvement, the timing, and potential
participants. There are ethical arguments
about rights and citizenship that justify
involvement in choosing areas of life most
deserving of attention. These arguments
support involvement of the wider public
as citizens and tax payers in prioritising
problems and ensuring accountability of
organisations. An innovative example is
the NICE Citizens Council’s debate of
priorities in terms of clinical need, age, or
health inequalities.4

There are also pragmatic arguments
about the relevance of research and
services, the use of research findings, and
the potential impact on health, that justify
involvement in deciding how research
should be conducted and services
developed. These arguments support
involvement of specific service users, with
their specific expertise, in finding
solutions. Whether the arguments are
ethical or pragmatic, inviting involvement
can only be justified when patient or
public expertise is required and can make
a difference: when there is the potential
for involvement to either change
decisions, or change the level of
confidence in decisions.

Involvement may be passive, through a
representative sample of individuals

providing data for research, evaluation, or
audit. Alternatively, more active
involvement allows patients to enter
debates and provide opinions for
developing policy, standards, or research;
in such cases the role of the patient is
representative. The ‘representative’
sought here is not a statistical measure of
people being studied, but a role; that of a
spokesperson with relevant expertise and
skills to contribute on behalf of their peers.
These contributions are made directly,
alongside those from health professionals
and researchers, without an intermediary,
but possibly with a facilitator who has the
skills to interact with all the people and
perspectives involved.5

Increasingly, different methods of
involvement are combined to learn from a
range of experiences. The passive
involvement of service users, talking
about their personal experiences, has
been complemented by the active
involvement of others well networked with
their peers through service-user
organisations at the various stages of the
development of evidence-informed
guidelines,6 developing resources to
support the implementation of guidelines,7

and, in this issue of the BJGP,8 developing
quality criteria to monitor the
implementation of guidelines.

The area of gastrointestinal disorders —
an important subject for general practice
— has an impressive history of public
involvement. Patient groups are already
actively setting research agendas,9

commissioning research,10 and
developing clinical guidelines.11 Clinicians,
researchers, and leaders of patient
organisations co-authored a report in this
issue,8 which describes involvement of
these groups in implementing evidence-
informed guidelines — the last step in the
research to practice pathway. Jones et al
read about patients’ experiences
expressed in focus groups, and they read
recommendations from clinical guidelines
developed by gastroenterological bodies,
by guideline development groups and by

Participatory and evidence-informed
general practice
Evidence-informed health care requires
clinicians to combine their clinical
experience with research evidence, in
addition to the values of their patients.1,2

There is a complementary argument for
participatory approaches that integrate
clinical experience and patient values
within evidence-informed clinical guidelines
and standards of care. This melding of
patients’ values and evidence is
challenging for two reasons. The first
challenge is how to integrate, rather than
choose between, these different forms of
knowledge when making decisions about
how services should operate. The second
challenge is how to involve many clinicians
and many service users in decisions with
wide-reaching consequences. Making
decisions collectively about priorities and
standards raises questions about whom to
involve and how, and about the evidence to
inform these decisions.

Public participation at a collective level
has often been initiated by the public. In
1960s Britain, parents campaigned for
better hospital services for children. Since
then, pregnant women and young families
have campaigned for improvements in
British maternity services. Breast cancer,
HIV/AIDS, and mental health survivors
have campaigned internationally for better
care and more relevant research.

Now public participation is often
initiated by research and service
organisations who wish to involve patients
more broadly, not only those aligned with
campaigning organisations. Public
involvement meets evidence-informed
health care in prioritising issues for
research, in conducting research, in
developing evidence-informed guidelines
and standards of care, and in monitoring
that care.

There is strong policy support for public
involvement in research. INVOLVE is the
national advisory group, funded through
the National Institute for Health Research,
that aims to improve the way that
research is prioritised, commissioned,
undertaken, communicated, and used
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charities supporting research and patient
information. Using a formal consensus
development process, Jones et al drew on
this material to develop quality criteria for
the management of four gastrointestinal
disorders.

This exemplar of public involvement was
able to draw on the expertise of both
individual patients and patient-led groups:
groups with large nationwide memberships
that elect Trustees, some of whom
personally suffer with gastrointestinal
disorders. The work distinguished the
passive involvement of patients talking
about their own lives from the active
involvement of spokespeople engaging
directly with evidence-informed guidelines
and debating directly with clinicians and
researchers. That debate may have been
informed by a formal appraisal of how the
guidelines were developed, taking into
account the quality of research evidence
and the quality of public involvement.12

The involvement of individual patients
and patient groups in this work was
complemented by the involvement of
general practices. Less clear is the extent
of the role of industry. Although not
engaged in this process, industry has a
key role in developing and evaluating
medicines and nutritional products for
managing these conditions, and a formal
role in the development of NICE
guidelines. The potential for indirect
influence through sponsoring clinical
researchers or patient groups is more
difficult to assess.

Particularly valuable for this work were
the formal consensus development
methods which allowed time for thought
and debate among the mixed group of
participants. Their collective achievement
has contributed to a computerised
decision support system based on the
quality criteria installed for piloting in 39
GP practices. The aim is to make a real
difference to how patients cope and, with
the support of their GPs, manage these
conditions. More may yet be learned
about the different perspectives on
management of chronic conditions by
considering what was not prioritised, and
where there was no consensus.

General practice can advance by
incorporating the strategies modelled
here: engaging clinicians and patients

directly with each other and with research
evidence about health conditions and their
management. Such initiatives can use and
generate knowledge about implementing
research findings and the growing
evidence about public involvement.

Because clinical need should not be
determined by the loudest voices,4 there
is a need to seek individuals alongside
organisations both when debating health
services and research generally and for
specific conditions. Finally, a healthy
scepticism about consensus could
prompt more detailed analysis of
contributions and influence (direct and
indirect) from each quarter to increase our
understanding of different perspectives
and collective decision-making.
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