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https://www.ema.europa.eu/en/documents/regulatory-procedural-guideline/criteria-be-fulfilled-patient-consumer-and-healthcare-
professional-organisations-involved-european-medicines-agency-ema-activities_en.pdf 

https://www.eu-patient.eu/globalassets/library/publications/epf_added_value_report_final.pdf
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Patients’ organisations are defined as not-for-
profit organisations which are patient focused, 
and where patients and/or carers (the latter 
when patients are unable to represent 
themselves) represent a majority of members 
in governing bodies.
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12.3. Patient associations and patient empowerment
Pulmonary hypertension centres should inform patients 
about patient associations and encourage them to join 
such groups. Patient associations are a valuable resource 
for managing patients, as they provide educational and 
emotional support, and can have positive effects on 
coping, confidence, and outlook [845]. It is recommended 
that PH centres collaborate with patient associations on 
initiatives to empower patients and improve the patient 
experience, addressing issues such as health literacy, 
digital skills, healthy lifestyles, mental health, and self-
management. Health care can be delivered more 
effectively and efficiently if patients are full partners in the 
process.

https://erj.ersjournals.com/content/early/2022/08/25/13993003.00879-2022
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ERN-Lung European Reference Network for Rare Respiratory Diseases

Mission statement of ERN-Lung

(…) (ERN-LUNG) (…) to develop innovative care models and improve cross border care
(…). (…) provide eHealth tools, will contribute to medical solutions and device
development, and will offer services such as cross border health care (…) will boost
research through large clinical studies and contribute to the development of new
pharmaceuticals, and will lead to economies of scale and ensure a more efficient use of
costly resources, which will have a positive impact on the sustainability of national
healthcare systems, and for (…) patients (…)

Online tools (CPMS, EXABO)



European Lung Health 
Group (ELHG) (I)
• Launched in 2020 to define common advocacy 

goals and foster closer collaboration on the 
respiratory field

• Working together with various institutions (eg.
WHO, EC, MEP Lung Health Group)

• Advocacy and information-sharing meetings and 
webinars



European Lung Health Group 
(ELHG) (II)

Vision for respiratory health in 2030:
• Common voice
• Access to treatment
• Early diagnosis
• Clean air
• Research 
• Prevention
• Measurable progress



ERS (European Respiratory Society)
ERS is made up of over 35,000 respiratory 
clinicians, scientists and allied healthcare 
professionals, spanning more than 160 
countries worldwide.
Patient involvement in many task forces:
• Pharos CRC (severe Pulmonary Hypertension 

mAnagement acROSs Europe)
• Task Force on BPA



A community of healthcare professionals, 
including cardiologists, cardiac surgeons, 
nurses, and other allied health 
professionals, who are involved in the field 
of cardiovascular medicine. 

2022 ESC/ERS Guidelines for the diagnosis 
and treatment of PH with the involvement
of two patient representatives were 
included for the first time ever as co-
authors

ESC - European Society of Cardiology

The largest and most 
influential cardiology 

organizations in the world.



ELF/ESC/ACNAP

ESC – Patient Forum

The vision is to have professionals and patients working 
together to make a meaningful contribution to all 
objectives of the ESC (…). We want to develop and 
enhance patient engagement so that it is embedded 
like a golden thread through all ESC activities.

Patient advisory group (PAG)
European Patient Advisory 
Programme (EPAP)



ESOT is a medical and scientific society dedicated to the exchange of knowledge 
in donation and transplantation. 

ESOT provides an extensive education programme and best-practice guidelines 
for professionals as well as opportunities for knowledge exchange

In 2019 ESOT launched a “Patient Inclusion Initiative” 

In 2020 a European Transplant Patient Organisation (ETPO) was established 
under the aegis of ESOT, followed by the launch of the  ESOT-ETPO Alliance

ESOT - European Society for
Organ Transplant

Credit to Pisana Ferrari for the slide



WSPH
World Symposium on Pulmonary
Hypertension

Patient involvement

First congress in Geneva in 1973 (17 participants). 

Last in Nice in 2018 (1376 participants): 
• Task force for patient perspective
• The importance of patient perspectives in 

pulmonary hypertension
Michael D McGoon, Pisana Ferrari, Iain 
Armstrong, Migdalia Denis, Luke S Howard, Gabi 
Lowe, Sanjay Mehta, Noriko Murakami, Brad A Wong

https://pubmed.ncbi.nlm.nih.gov/?term=McGoon+MD&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Ferrari+P&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Armstrong+I&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Armstrong+I&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Denis+M&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Howard+LS&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Lowe+G&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Lowe+G&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Mehta+S&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Murakami+N&cauthor_id=30545977
https://pubmed.ncbi.nlm.nih.gov/?term=Wong+BA&cauthor_id=30545977


European Regulatory Authority



Patients and consumers involvement since 1996:

European Medicines Agency (EMA) (I.)
Centralised marketing authorization system in EU (reimbursement still at membership level)



European Medicines Agency (EMA) (II.)

https://www.ema.europa.eu/en/partners-networks/patients-and-consumers/getting-involved



European Public Health Organizations



EURORDIS
1000+ member rare disease 
associations from 74 countries

Rare disease
policy

European 
action plan for
rare diseases

Parlamentiary
advocates

Rare2030 study – 8 recommendations

#30millionreasons



EPF - European Patients Forum

SHAPING A NEW EUROPEAN AGENDA FOR PATIENTS
MEANINGFUL PATIENT INVOLVEMENT IN CO-CREATING BETTER 
HEALTH POLICY, PRACTICE, RESEARCH AND EDUCATION
DIGITAL TRANSFORMATION THAT DELIVERS FOR PATIENTS
ACCESSING THE HEALTHCARE WE NEED WITH NO 
DISCRIMINATION
STRENGTHENING PATIENT COMMUNITIES ACROSS EUROPE
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Funding

Criticism about independence/reliability

Stability

Professionalism

„Outsourcing” PAs’ roles

„Insourcing” healthcare system’s roles
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HTA procedures

Role in drug research

Collaboration with stakeholders

Participation in scientific work

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7075437/
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attention!


