Making ERS guidelines
relevant and accessible:
involving patients and

the public

The European Respiratory Society (ERS) has
been in guideline development for more than
a decade. The world-renowned members of its
guideline task forces have published >65
different documents since 2000 alone, includ-
ing seminal guidelines on pulmonary reha-
bilitation, classification of the idiopathic in-
terstitial pneumonias and standardisation of
spirometry. One of the most successful gui-
delines to date being “Standards for the diag-
nosis and care of COPD patients” in collabora-
tion with the ATS, the editorial of which has
been cited more than 1,043 times and is used
daily in the decisionrmaking processes of re-
spiratory healthcare professionals worldwide

[l

Why involve
patients?

The most highly respected healthcare
professionals in respiratory disease are often
involved in developing guidelines and
ensuring that the evidence base for deci-
sions and recommendations is scientifically
sound. However, the opinion of the end-user,
the patient, is not always heard. Patients
may have very different perspectives on
healthcare processes, priorities and out
comes from those of health professionals.
These alternate views can be very important
and international experience of patient and
public involvement (PPI) in clinical research
and quidelines development has been
accumulating over the last decade [2-5],
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and is recognised to enhance the quality of
guidelines produced.

Patients can identify issues that may be
overlooked by healthcare professionals, high-
light areas where the patient's perspective
differs from health professionals and ensure
that guidelines address key issues of concern to
patients. “"Empowered patients” want to take
control of their conditions and therapy, and
thus are crucial to the development of treat
ment guidelines. Despite lack of empirical
evidence on the impact of PPI [6, 7], it is clear
that the patient/public voice is necessary in a
modemn society, and it is also being mandated
by funding bodies and at the political level.

During its Spring meeting, the ERS Scien-
tific Committee unanimously voted to em-
brace the concept of PPl in its guideline
production in order to improve the quality and
relevance of its clinical guidelines, optimise
end-user take up, encourage patient organisa-
tions to get involved with clinical guidelines
and promote their use/implementation, and
demonstrate that the ERS are keen to involve
patients and public in its activities.

How to involve
patients?

The ERS is in a novel position for a scien-
tific society, as it has a sister organisation,
the European Lung Foundation (ELF), which
was founded in order to support the ERS
by bringing together the public, patients
and respiratory professionals; it is therefore
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perfectly placed to embark on such an end-
eavour. The ELF team have been working on
finding best practice examples for PPI, with
fantastic resources and advice being available
from organisations such as National Institute
for Health and Clinical Excellence (NICE) [8]
and Scottish Intercollegiate Guidelines Network
(SIGN) [9].

The methodology for PPl must work for the
organisation in question to ensure optimal
outcome for those involved, although for all it
is key that PPl must be built in and not bolted on

and that the expectations of the patient and
requirements for the project should be clear at
the outset. In order to ensure productive
interaction, training and support will need to
be given to those taking part before and during
interaction with professionals.

The process

Figure 1 shows a flow diagram of the steps that
will be involved in the PPl process for ERS
guidelines.

Initiation
Successful guideline applicants will be encouraged to contact ELF to discuss PPl options if appropriate
A clear strategy for how and when PPI will take place will be formulated for each case

PPI will need to be considered in the budget and dissemination plans

Research
ELF will perform a literature search for studies on patients’ experiences and preferences in relation to the topic
ELF will contact patient organisations to ask them which issues they think the guideline should address

These studies and feedback from organisations will be summarised for presentation at the first guideline meeting

Recruitment

ELF will recruit patients for a given topic from European patient organisations and other sources,
with the aim of developing a pool of European patients across respiratory disease

Training

ELF will develop training for patients/patient representative

Consultation
PPI will take place in whatever form is suitable for a given guideline
Different options include: expert groups, being part of the guideline meetings, satisfaction surveys or web-based

consultations, interviews or patient testimonials

Patient version

ELF will author the patient version of the guideline using in-house expertise and PPI

Approval
Patients will be given the opportunity to review the final version of the guideline for professionals

Patients will approve the patient version of the guidelines and the implementation into practice/publicity

Dissemination
The patient document will be available on the ELF website in a downloadable format
It will be included in the ELF and ERS newsletters and promoted on social media
A link will be provided from the professional guidelines section of the ERS site

The patient guidelines will also be promoted through the ELF network of patient organisations

Figure 1

Flow diagram showing the steps involved in patient and public involvement in the creation of ERS guidelines.
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Improving guidelines

The ERS and the ELF hope that working to-
gether will result in more relevant, more
appropriate and more understandable guide-
lines that will be embraced and utilised by
professionals and patients, and would encourage
any member of an ERS guideline task force

to speak to the ELF team about getting pa-
tients involved. The ELF would also like to
strongly encourage any patient organisation that
would be keen to get their opinions and
members' voices into daily treatment to also
contact Pippa Powell, Manager of the Euro-
pean Lung Foundation, for further information
(pippa.powell@europeanlung.org).
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