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ABOUT CYSTIC FIBROSIS IRELAND

Cystic Fibrosis Ireland (CFI) is a registered charity that was set up by parents in 1963 to improve the 
treatment and facilities for people with Cystic Fibrosis in Ireland. It is a national organisation supported 
by a branch network around the country. 

Cystic Fibrosis Ireland is committed to improve CF services in Ireland and our recent progress includes:

• Lobbying for an adult CF Centre in St. Vincent’s Hospital

• Providing funding towards CF units around the country

• Lobbying against cutbacks and seeking to improve CF centre staffing levels

• Funding and supporting research  

• Seeking to sustain the rate and quality of double lung transplantation in Ireland

• Providing advice, expertise and public awareness

• Advocating for new and innovation drug therapies

THE IMPORTANCE OF HEALTH RESEARCH

Cystic Fibrosis Ireland is committed to funding research to advance our knowledge and 
understanding of CF.  

The ultimate aim of research is to find a cure for cystic fibrosis, but in the meantime it is 
imperative we support research that aims to improve current methods of treatment and 
management of the disease as well as enhance the quality of life of those living with the 
condition.

LATEST RESULTS: INDEPENDENT LIVING

In 2017, CFI undertook a survey of adults with cystic fibrosis to assist in the 
process of identifying key challenges and barriers to independent living for 
PWCF in Ireland. The survey was designed to be compatible with a previous 
survey undertaken in 1998.

The results formed part of an Independent Living Report, which was published 
by CF Ireland in 2018. This report is one of the first reports worldwide to 
look at Independent Living and Cystic Fibrosis from a wide range of socio-
economic perspectives, rather than focusing exclusively on health and medical 
issues. 

The following are some of the key findings from the research carried out:

1. Adults with CF are aspiring to and are increasingly living significantly more 
fulfilled and independent lives than 20 years ago

2. Adults with CF are living longer and healthier lives, compared with 20 
years ago

3. CF is a fluctuating disease that can temporarily interrupt education, 
training and employment for a number of weeks

4. Living arrangements for PWCF have changed dramatically in recent years

5. Third level education attainment has increased significantly in recent years. 
However, CF continues to impact on 'ability to perform' and causes 
college drop out

6. Many PWCF are now in a diverse range of full-time and part-time jobs and 
employers are more understanding than two decades ago

7. A clear indicator of the aspiration towards independent living is increased 
car ownership, mobility and travel abroad. 

It is a time of hope for people with CF and their families in Ireland. 

Cystic Fibrosis Ireland will continue to work constructively to support the 
movement towards Independent Living for people with cystic fibrosis.

OUR CURRENT PROJECTS:

• PhD research focused upon developing a patient management system that enables 
people with CF to capture their medical/health history accurately between 
appointments and record key information communicated by clinicians. This project is 
being funded by the Irish Research Council and CFI.

• Working with Crumlin Children’s Hospital to convert the present parents’ handbook 
and diary into a smartphone app.

The outcomes from these two important projects will inform our future strategies on 
adherence and self-management.

• Pioneering research into the role of exercise and its effects on physical fitness, muscle 
strength, bone health and quality of life in patients with CF.  This research is co-funded by 
the Mater Foundation with funds raised by family and friends of the late Becky Jones. 

• Research in Cork University Hospital investigating how medical multimedia can be used 
for CF patients and medical professionals, specifically in the use of virtual reality for CF 
patients and machine learning for exacerbation predictions. 

• UCC with support from CF Ireland are undertaking a research study on the 
intersection between CF and dental care.  The aim of this project is to conduct a cross-
sectional study to;
1. Measure Dental Caries (Decay) prevalence

2. Measure Periodontal disease (Gum disease) prevalence

3. Generate data to secure grant funding to study the oral health of CF sufferers on a 
larger scale and in particular to sequence the oral microbiome of adult CF 
sufferers.

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

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

• Working with HRCI has given us the opportunity to collaborate with other charities and patient groups and exchange ideas. 
It has also allows us to become involved with the Irish Health Research Forum.

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

• We have played a very active role in HRCI.

CHARITY CONTACT: 

Name: Philip Watt, CEO Email: info@cfireland.ie Phone number:   01 496 2433

Mission Statement
To assist the development of the means to 
cure and control Cystic Fibrosis (CF), to 

promote the interests and welfare of persons 
with Cystic Fibrosis in Ireland and to assume 
advocacy for them and their needs resultant 

from their having Cystic Fibrosis (CF).


