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“No matter how complicated the research, or how bril-
liant the researcher, patients and the public always offer
unique, invaluable insights. Their advice when design-
ing, implementing and evaluating research invariably
makes studies more effective, more credible and often
more cost efficient as well.” Professor Dame Sally C.
Davies, 2009 [1]

Commonly referred to as patient/public involvement and
engagement (PPI/E) as well as user involvement or lay in-
volvement, PPI/E incorporates and integrates individual’s per-
spectives in the planning and improvement of healthcare ser-
vices and research [2, 3].

Also known as patient advocacy or patient input,
PPI/E is incorporated in daily clinical practice and
throughout the different stages of research, reflecting
issues that are important and relevant to those whom
it potentially affects [4].

In 1996, the National Institute for Health Research (NIHR)
in the UK established INVOLVE [5] which is now well rooted
within research and strongly encourages PPI/E contributions,
while even being mandatory when applying to funding bodies
within the UK [4].

Across health and social care services, PPI/E ranges from
management boards, commissioning boards, professional as-
sociations, amongst others and this reflects the acknowledg-
ment that PPI/E is crucial to drive service improvement [3].
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Across Europe, PPI/E has been gaining global momentum
in recent years [6, 7]. PPI/E has been advocated by the
European Lung Foundation [8] and together with NIHR, they
developed tools for patients under the European Patient
Ambassador Program (EPAP) to introduce patients to termi-
nology and skills to work collaboratively with researchers and
healthcare professionals [9]. Other initiatives include the
European Patient’s Academy (EUPATI) which developed a
focused and intense training for patients on the process of
medicine development [10] and a recent European project,
Patients Active in Research and Dialogues for an Improved
Generation of Medicines (PARADIGM), aims to engage and
involve patients in strategic research processes within the life
cycle of medicines [11].

The impact of PPI/E may even extend to patient peer re-
view, whereby patients, patients’ representatives and carers’
are invited to form part of the peer review process, as intro-
duced in 2014 by the British Medical Journal (BMJ).

In the UK, the NIHR recently published a research cycle
model (Fig. 1) that captures the different stages of research
where PPI/E can be involved. The model demonstrates that
patients and public can be engaged from early phase research
with identification of research themes right to dissemination
of results to groups and forums and be co-authors in journal
and newsletter articles. PPI/E members can establish links
with key policy makers to support changes in practice and
by recording the impact PPI/E on the study and publishing
this alongside the main study findings provides support for
researchers and future projects.

PPI/E can help shape the research question and design,
support the development of patient information sheets, con-
sent forms and provide input on patient recruitment by
assessing potential patient burden of the various nuclear med-
icine procedures. PPI/E work scope should also include data
collection, analysis of data, attendance of steering group meet-
ings and the dissemination of findings.

Nuclear medicine and the overall imaging community are
part of the workforce who will ultimately translate science into
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Fig. 1 The research cycle [4]

bedside clinical practice, but in order to increase the relevance,
impact and overall quality, clinicians and researchers must
work collaboratively with PPI/E [12].

PPI/E is emerging as a priority in planning and de-
livering healthcare services, awareness campaigns and
information material to patients and public, whereby
the experiences and knowledge of users can be used
to promote and benefit others leading to patient-
centered care.

In nuclear medicine, PPI/E can be incorporated in the
production of patient and public information, making
valuable changes in the communication between
healthcare professionals and patients, informing on ac-
cess to services and leading on support groups for ther-
apy patients.

There are a number of tools designed on how and
when to integrate PPI/E into research studies and how
PPI/E should be supported during a research study in-
cluding specific training needs for PPI/E [4, 13] and
these can also be applied to clinical practice.

Nuclear medicine and imaging research in general should
consider a more structured, shared approach to the incorpora-
tion of PPI/E at all levels of research studies and should con-
sider combining their efforts to raise awareness of PPI/E in
nuclear medicine research.

However, the complexities of introducing PPI/E across
Europe should not be underestimated. The EANM has 43
member states, providing a rich mix of cultures and a wide
variety of healthcare systems. Therefore, delivering meaning-
ful public involvement in nuclear medicine will require a com-
mon agenda and cross-border cooperation in establishing and
sharing best practice.
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