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Presentation Notes
Patient and Public Involvement has become a rapidly developing area of healthcare with healthcare professionals increasingly seeing the value of involving and engaging with their patients when for instance writing guidelines or doing research.

This means that patients and their carers are becoming more valued as experts in their medical conditions, and they can increasingly be involved in decision making on funding and reviewing research, priority setting, attending scientific sessions at conferences and workshops as well as other opportunities.

In this context the European Patient Ambassador Programme (EPAP) is a free online self-learning programme. It aims to provide people affected by chronic conditions (patients and carers) with the skills and knowledge they may need to interact with healthcare professionals, researchers, policymakers and the media or when participating in healthcare conferences.

EPAP is an entry level programme, that requires no prior knowledge.
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The European Respiratory Society (ERS) together with the European Lung Foundation (ELF) have been among the leaders in the field of PPI and have involved patients in many of their activities for years. With the help of ELF the ERS has had patient involvement in various task forces to develop new guidelines or statements on important lung health topics. Patients have been able to input into all stages of ERS guidelines, such as identifying research topics, answering surveys to understand patient experiences or reviewing ERS documents and helping make lay versions for patients and the public.

ELF runs a number of patient priority projects as a way of involving patients to help design patient-led guidance for healthcare professional and patients. It aims to address the needs of patients and inform healthcare professionals on areas where European level patient-centred information is lacking.

The recent ERS International Congress showcased patient involvement with patients taking part as speakers in symposia and workshops and attending meetings on the EU project they were involved in.
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So, how does EPAP fit into this? Why EPAP?

Within ERS and ELF patients started to become increasingly involved in different activities. Also, patient involvement is more and more becoming a requirement for EU projects and this has started to move from tokenism to more active involvement of patients during more stages of EU projects. 

We felt that is was becoming necessary to prepare patients to participate, to equip them with the skills and knowledge they need to be effectively involved in patient representation, to give patients and their carers a voice and to enable them to be involved in all aspects of their care. 
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So, three years ago ELF in conjunction with NIHR CLAHRC and patients developed EPAP to improve patient involvement in their own treatment and care, research, health policies and conferences. 

We used an advisory board for the design process, consisting of healthcare professionals and patients to ensure all information was correct. After the inception of EPAP a Patient Advisory Group was formed, which is driving the progress of the programme.
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The Eurcpean Patient Ambassador Progranmime [EPAF) is 3 self-learming programme introducing patients and carers 1o the essential
GDU RSE DvERuIEw shiills and knowledge needed 1o interact with healthoare professionals. policymakers, researchers and jourmnalists,

It was developed by the Ewropean Lung Foundation (ELF) and the NIHR CLAHRC for Lewds, York and Bradford, with the help of
patients, and professionsls with expertise in by aress,

By acting 2% 3 representative, and gerting invalved in a range of ways. patients and carers can help change the way a condition is
mianaged.

4+ WHO IS THE PROGRAMME AIMED AT?

+ HOW WILL IT BENEFIT ME AND OTHERS?
+ HOW |5 THE PROGRAMME DELIVERED?

+ HOW I35 THE PROGRAMME STRUCTURED?
+ CONTRIBUTORS

4+ LANGUAGES
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The programme is not merely for people with a lung condition, but for people affected by any chronic condition.

The programme is aimed at:
People with experience of a condition as a patient or carer
People who are interested in how their condition is treated or managed
People interested in new research into their condition
People who want to influence policy around their condition at local, national or European level
People interested in working with the media or using social media to raise awareness of their condition
People who are interested in attending and speaking at conferences
 
People who have completed the programme will:
Know how to find more information about their condition
Understand how decisions about healthcare are made
Understand key terms related to different healthcare and research activities
Be more confident in exploring their ideas and identifying the best ways to achieve their aims
Have the knowledge to interact with professionals, politicians and the media
Be able to interact with other people on the programme to support each other
Be ready to take part in activities such as input into guidelines, research projects, speaking at conferences, and explain their concerns to policy makers and the media

The programme is:
In English – with the hope of further translations in the future
Online – in the form of an interactive system
Modular – so that people can choose what interests them most
Flexible – people can stop and start it when it is convenient 
No longer than 10 hours in total and people can monitor their own progress
A certificate will be issued at the end of each completed module.
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Welcome to your course list. Select a course to launch it Select the 'i* button for a summary of your progress

Status Progress Assessment score -
Gelting started Staried 0% e n
Being better informed Completed  90% En
Improving public awareness Completed 95% — En
Improving treatment & care Completed 96% s En
Supporting research & development Completed 95% — En
Influencing poficy Compleled 90% En
Working with the media Completed 55% En
Participating in healthcare conferences Completed 100% 100% En
Survey Completed 100% --- n
Aan de slag Started 0% --- n
Beter oo de hooate ziin Started 26% n

3 Change your password

R

Contact your administrator
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It is divided into different modules, each of them dealing with different aspects of patient representation and advocacy, such as finding out reliable information about a condition, how to raise awareness, improving treatment and care for your condition, getting involved in research, influencing policy makers and working with the media. Our latest addition, which has been added in June this year, is a module on attending healthcare conferences, preparing patient speakers for what to expect and how to develop their presentation skills.

As you can see, this is the course list, that will appear once people have registered on the EPAP (my course list includes the Dutch modules as well – more about that in a bit). It is easy to use, showing the status and progress for each module and the facility to print their certificate.
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Home About us About you News

2209.2015 : g 02.07.2015
Launch of EPAP in Dutch Patient group outlines best practice
for patient involvement in health
research
‘\
LOG IN/REGISTER | Register as a new user or log in to your EPAP.
|
i

a | LoGINREGISTER

Partners Contact

Do you or someone you care for have a
chronic condition? As a patient/carer
you have a unique experience of how
this condition impacts on daily life.

This online programme introduces you
to some of the skills and knowledge
you may need to represent yourself or
others successfully.

01.07.2015
LI European Patient Ambassador
presents at ERS Presidential Summit
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EPAP sits in its own website, which gives patients and their carers a wealth of information about patient involvement and opportunities to get involved. It has information about our partner organisations, further resources and latest news from across Europe with regard to patient involvement. 
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Home About us About you News

What is patient and public involvement? Linkedin  Experlences

O PPO RTUN ITI ES This section provides details of opportunities that arise for patient

participation acrass Europe, Please visit this page regularly or sign up
to our Linkedin group to receive these updates as they arise,

+ OPPORTUNITY FOR PATIENT INPUT INTO EUROPEAN MEDICINES AGENCY
+ PATIENT REVIEWERS FOR THE BMJ
+ DEVELOPING GUIDANCE AND ADVICE ON DIFFERENT TOPICS FOR NICE (UK)

Partners Contact

o
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Anyone, who has completed the programme then becomes a patient ambassador and has access to our EPAP LinkedIn forum. ELF posts opportunities there for patients to get involved as well as articles of interest on patient involvement across Europe. 

The opportunities get posted on the website as well as on LinkedIn, where ambassadors can also post their own opportunities or experiences, engaging with other ambassadors.
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Home About us

LAUNCH OF EPAP IN
DUTCH

ENQUIRIES
Kerstin Morrison
EPAP@europeanlung.org

This work by European Lung
Foundation is licensed under a
Creative Commons Attribution-
NonCommercial-NoDerivs 3.0
Unported License.

About vou News Partners

Since we updated EPAP and launched the new module “Participating in healthcare
conferences” on 1 June this year, we have also been working on translating the whole
programme into Dutch to coincide with the ERS International Congress in Amsterdam
on 26-30 September, 2015.

Qur partners from PGO Support, an independent network for patient and disability
organisations in the Netherlands, helped us not only with the fine-tuning of the
translations, but also put in many more hours of hard work in adding information to
make the programme relevant in the Netherlands. So, a big thank you to Karin Hoek
and especially Annemiek van Rensen (pictured), who were so generous with their time.

The programme will go live and will be launched on 28 September at the ELF Patient
“Meet-the-experts” evening. It will also be available on the PGO Support website in
their e-learning course section shortly, making it accessible to over 200 Dutch patient organisations and their patients and carers.

This is our first time that we have been able to offer patients access to EPAP in a language other than English. However we are very
keen to continue adding more and more languages, making it a truly accessible programme across Europe.
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To make the programme truly accessible in Europe, it being a European programme, we have embarked on a translation process. We launched the Dutch version of EPAP in September at the ERS International Congress in Amsterdam, and we are now in conjunction with our Dutch partners, who helped with the translation, in the process of promoting EPAP across the Netherlands and in Belgium. 

Further languages are planned. We are hoping to have Italian ready for launch in Spring followed by another language next year.
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We currently have over 450 people registered on EPAP. 

Earlier in the year we carried out a review of the programme with the PAG, making improvements, adding materials and updates as well as designing a new module, Participating in healthcare conferences, (mentioned before) which has proven to be an excellent tool to support patient speakers at the ERS International Congress.

Following the end of a 5 year EU project in the field of asthma this September, the patients who were involved with this, felt they wanted to leave a legacy for other people, who would like to get involved with EU projects. We agreed that a new EPAP module on how to get involved and what to expect from involvement in EU projects would be an excellent of sharing their expertise. We are in the early planning stages of this.
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