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Recognise the Needs of People with Alpha-1 Antitrypsin Deficiency (AATD) 

AATD is a rare genetic condition that may lead to severe lung, liver or skin
diseases. As reflected by its unique ORPHAcode (60) and inclusion in the
International Classification of Diseases (E88.01), AATD requires specific
expertise, therapies and care. We call for the recognition of the specificities of the
condition and the needs of people with AATD. We therefore urge EU policymakers
to prioritise AATD within initiatives for rare diseases, lung, liver and skin diseases. 

Enable Early, Accurate and Targeted Diagnosis of AATD across Europe

Given its specificities, it is particularly challenging to ensure timely diagnosis of
AATD. We call for the development of a European-wide strategy promoting
targeted access to early and accurate diagnosis, especially for patients with
COPD, severe asthma that is difficult to treat, bronchiectasis, unexplained liver
disease, panniculitis, vasculitis and family history of Alpha-1.

Ensure Equitable Access to Treatments and Therapies

Access to treatments remains highly fragmented and deeply unequal in Europe.
Today, only 12 EU Member States fully reimburse augmentation therapy. To close
this gap, we call for dedicated funding for AATD therapies, including the
establishment of dedicated national or regional funds for AATD, accelerated
access pathways, specific reimbursement systems, early access programmes
and innovative access schemes.

A European call to prioritise Alpha-1 Antitrypsin Deficiency
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Ensure Sustainable and Ethical Plasma Supply in Europe 

Currently, only 4 EU Member States – Austria, Germany, Czechia, and Hungary –
meet their plasma needs without relying on imports. To reduce the overall EU
dependency on non-EU plasma and manage rising demand, we call on EU Member
States to allow for and support donors’ compensation, in accordance with the
principle of voluntary, unpaid donation, based on transparent criteria to be
established in national legislation, as provided for by SoHO Regulation (EU)
2024/1938. We also call on the EU institutions to bolster the current ecosystem
by establishing a robust mechanism for public and private plasma collection that
upholds a dual-ethics approach minimising any risk for plasma donors and
assuring availability of plasma derived medicines for patients.

Invest in Long Term Funding for Public Research in AATD

We urge the EU to support the search for a cure for AATD through long term
funding for public research in AATD within Horizon Europe, including ERDERA, and
the EU4Health programme. We urge EU policymakers to maintain funding and
strengthen collaboration between ERN-LUNG, ERN RARE-LIVER and ERN-Skin, the
Alpha-1 patient community and the European Alpha-1 Research Collaboration
(EARCO). Enhancing these partnerships will advance knowledge on the condition,
help centralise critical information and improve patient referrals.

Embed Patients in Decision-Making Across Policy, Research,
and Health Systems

Patient communities offer vital expertise that should inform health policy
decisions. We call on EU and national authorities to systematically involve AATD
patients and organisations in therapy assessments – both at the EMA and within
national HTA processes – and to ensure that the full socioeconomic impact on
patients, caregivers, and society is reflected in all value and funding decisions.
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