
Alpha-1 Foundation Ireland is a proud member of HRCI #HealthResearchMatters

ABOUT OUR ORGANISATION:

Alpha-1 Foundation Ireland was founded in 2001 and is based in the 
RCSI Education and Research Centre at Beaumont Hospital. 

Our vision is that every person with Alpha-1 in Ireland is diagnosed 
and receives specialist care and treatment in a timely fashion.

Mission Statement:
Alpha-1 Foundation Ireland is dedicated to raising awareness, 
increasing diagnosis, promoting research, and improving the treatment 
of Alpha-1 Antitrypsin Deficiency (AATD or simply Alpha-1).

WHAT WE DO IN RESEARCH

• Research is a major priority for our organisation as we know this leads to increased 
knowledge and improved health outcomes for people with Alpha-1.

• Since the HRCI-HRB (formerly MRCG-HRB) Joint Funding Scheme (JFS) began we have 
co-funded numerous research projects in Alpha-1.  Without these projects, we would 
know far less about this relatively common condition which affects over 250,000 
people in Ireland. 

• A key driver for research is the National AATD Registry which we co-ordinate and we 
also advocate for the systematic adoption of WHO guidelines for AATD testing. 

• We have set up a scientific committee which involves people from the AATD community 
in our research decision-making and are also supporting research groups in their 
patient and public involvement activities.

OUR RESEARCH HIGHLIGHTS:

• Under the very first JFS call in 2006, research we funded showed for the first time that 
immune cells in AATD behave differently and could contribute to damage in the lung. 

• Subsequent projects we have supported have demonstrated the many amazing 
properties of the AAT protein, adding to the evidence for its therapeutic benefits in 
AATD and other inflammatory conditions. 

• We were awarded funding under the HRB Knowledge Exchange and Dissemination 
Scheme (KEDS) to produce an educational film which remains our most important 
educational tool (https://www.youtube.com/watch?v=kA0LrAim648). 

• These research activities were a key factor in the designation of Beaumont Hospital as 
the National Centre of Expertise for AATD in 2016. 

WE ARE KEEN TO PARTNER WITH OTHER CHARITIES ON:

• HIDDEN IMPACTS: We are interested in partnering with other HRCI members on a 
JFS call to investigate the true financial and socio-economic impact of rare conditions. 

• PPI:We would like to share resources and experiences with HRCI members who are 
working to establish a PPI network.

• PUBLIC ATTITUDES ON RESEARCH: We would like to highlight the importance 
of research in Irish society and promote its importance within the health system. 

• NEWBORN SCREENING: We would like to work with other HRCI members to 
expand the list of rare conditions included on the Newborn Screening Programme.

WE ARE KEEN TO PARTNER WITH RESEARCHERS ON:

• Projects to develop new and improved therapies for the lung, liver and skin disease 
associated with AATD.

• Research into the psychological and behavioural effects of a diagnosis of AATD within 
families.

• Ideas to dismantle barriers to genetic testing, both real (e.g. genetic discrimination) and 
perceived. 

• Exploring and improving the journey as people with AATD transition from paediatric to 
adult services.

THE BENEFITS OF HRCI (formerly the MRCG) TO OUR WORK

• The HRCI-HRB Joint Funding Scheme has allowed us to fund 12 projects in 13 years, with the assurance that they 
have been assessed in accordance with best international practice by international peer review.

• The HRCI and IHRF networks have allowed us to stay informed about relevant developments in health research 
and have given us a community of people to share health research challenges and solutions with.

• The HRCI PPI Shared Learning Group has guided us in formalising our patient involvement activities and provided 
us with helpful resources.
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