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Activities 2024: Five areas of action

A. Community-building & 
patient group support

• Membership 
development

• Monthly Members 
Meetings

• Thought Leadership
• Achieving Equity in 

Access to Care & 
Treatment: Roadmap 
2025-2030 Event 
Brussels

B. Communication & 
Dissemination

• Branding & corporate 
materials

• Website 
• Social Media

C. Building Awareness of 
AATD

• First European Alpha-1 
Awareness Campaign

• Patient conference in 
partnership with ELF & 
EARCO

D. Representing 
European Alpha-1 

Community

• EARCO
• ECRD
• EFA
• ELF
• EMA
• ERN Lung & ERN Liver
• EU Commission
• EURORDIS
• IPOPI
• US Alpha-1 Foundation
• Meetings with industry

E. Governance & 
Organisational Capacity

• 2nd AGA integrated into 
Monthly Members 
Meetings

• Board Meetings
• Comms Working Group
• Independent Contract 

Support 
• Banking Account 
• Funding base
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Community-building & patient group support
Our members 

• 13 members
Added: 

• Alpha-1 Ireland
• Alpha-1 Norden
• Longfonds

• 14 countries

• > 90% Alpha-1 
organisations

• Representing 4500 
people with AATD
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• Monthly meetings

• Thought leadership: poster at 
ECRD & abstract OJRD

• November 15 2024 Brussels: 
Achieving Equity in Access event

4

Community-building & patient group support 
Our highlights

Unify ing voices:  Creating a European Alliance to advocate for
people liv ing with Alpha-1

Welcome to the ECRD 2024 e-poster platform!

FWille rs inn,  FAspilche ,  HS tutzenberge r,  EGoyanes ,  KO'Hara,  CBarbie ro,  MWilkens ,  RShashoua, VLopez Gousse t

Alpha-1 Europe  Alliance

Over the past year,  leaders of a lpha-1 antitrypsin deficiency (a lpha-1) patient organisations across the European

Region have united forces to elevate the voice of the patient community  at the European level.  Rare diseases like

alpha-1,  must learn from each other and join efforts  to ra ise awareness ,  foster research,  and advocate for access

to care.

Access, Availability and Affordability of Treatments belgium patient patient-access

patient-advocacy patient-group  

  

To v iew the content of this ePoster simply  scan the QR code.

https: //api. ltb. io/show/ACBMM 

“On behalf of EURORDIS-Rare Diseases 
Europe and the ECRD 2024 Poster 
Committee, we are delighted to inform 
you that your poster Unifying voices: 
Creating a European Alliance to advocate 
for a better and longer life for people 
living with Alpha-1 is 
among the top scoring posters for this 
conference.
As a result, we would like to offer you a 
unique opportunity to submit an abstract 
of your poster for publication in The 
Orphanet Journal of Rare Diseases 
(OJRD) via EURORDIS. It will be a special 
supplement published later this year, 
featuring abstracts from speakers 
and top scoring poster presenters at the 
ECRD 2024 hybrid conference.”
The abstracts from the 12th ECRD are 
now available to read in the latest edition 
of the Orphanet Journal of Rare Diseases.
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Communication & Dissemination

Website update Social media

• Social media planning
• Community engagement
• Facebook and Instagram

accounts launch

• Expanded website content and structure, 
including the creation of new sections: 
“About us”, “Our work”, “National
Organisations”, “About the disease”, and 
“Contact form”.

• Development of an
institutional presentation/ 
dossier.

• Creation of a PowerPoint 
and Word templates

Branding and 
corporate materials

https://www.linkedin.com/company/alpha1europe
https://www.facebook.com/Alpha1EuropeAlliance/
https://www.instagram.com/alpha1europealliance/
https://x.com/alpha1europe
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• 8 posts encouraging testing and calling for equitable access to care and treatment
• 13 languages (English, German, French, Italian, Spanish, Portuguese, Romanian, Flemish, Danish, 

Dutch, Swedish, Norwegian, Polish)
• 17 organisations across Europe involved in the message translations and validations (11 Alliance 

members + 6 friends)

#unitedforalpha1

Awareness Building
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“Alpha-1 antitrypsin deficiency 
Patient Conference 2024” 
05 November, 2024 - Online

Objective: To deliver a webinar providing valuable insights 
for individuals living with AATD, their families, caregivers, 
and healthcare professionals, focusing on strategies to 
better manage the condition.

Results: Co-hosted by A1EA, the ELF (European Lung 
Foundation), EARCO, and ERN Lung, attracted 343 
registrations and 212 attendees from 35 locations. The 
diverse audience included patients and their families, 
healthcare professionals, patient organizations, industry 
representatives, and researchers. The event received high 
ratings, with 94% of attendees rating it as Excellent or Good.

More information at:
https://europeanlung.org/en/get-
involved/events/alpha1-patient-conference-2024/

Awareness Building
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Representing European Alpha-1 
Community
• Regulatory

• Accepted into EMA Stakeholder database
• EU Commission on SoHo regulation 

(June 2024)
• Experts

• ERN Lung & ERN Rare Liver
• Board Member & Member represented at EARCO

• Other Patient & Advocacy Groups
• Member of: European Lung Foundation, EURORDIS 
• Support to launch EFA European Respiratory Patient Academy
• Monthly meetings with US Foundation
• Additional events: European Conference on Rare Diseases, EURORDIS 

Council of Federations, IPOPI, EURORDIS Advocacy Training
• Meetings with industry

• AATec, AIRNA, BioMarin, BridgeBio, CSL Behring, Grifols, Intellia, 
Kamada, Mallinckrodt, Mereo, Sanofi, Takeda
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• 2nd AGA integrated into Monthly Members Meetings
• Board Meetings twice monthly 
• Comms Working Group operational: Members from Italy, Spain, UK and 

Portugal
• Previous Coordinator moved on to pursue PhD. New independent 

contract support recruited for Coordination and Communications
• Established funding base, monetary & in-kind

Governance & Organisational Capacity 2024
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THANK YOU
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