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We are here for you. 
Fighting Blindness is 
a patient-led charity 
with a vision to cure 
blindness, support 
people experiencing 
sight loss and 
empower patients.
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552
hours of face-to-face  

therapy provided

310
calls to  

research helpline

€1,879,578

299
hours of telephone 
counselling support

2,176
hours dedicated to School of 

the Arts practice sessions

raised through 
generosity of 
the public

Our Impact in 2018
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319
participants in research  
and advocacy activities

4
Visionaries Choir  

concerts

2,500
information booklets  

distributed

275
mentions in the press

38
beneficiaries of  

Need to Talk

155,612 
visits to our website

Our Impact in 2018
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Reflecting on my first full year as Chairperson, I’m pleased  
that the work we have undertaken and the success achieved is 
embedded in the philosophy that you, as patients and members, 
are at the core of all the decisions we make.

I am particularly grateful to my colleagues on the Board; they 
have been most supportive of me in helping me settle into my 
role. Their commitment to ensuring that Fighting Blindness is 
an example of good governance in the charity sector is highly 
commendable.

In this 2018 Annual Report you will not only get to share the 
achievements of last year, but also identify with the challenges 
we face in securing the funding for treatments.

2018 saw the first gene therapy for inherited retinopathies,  
a major step forward and one that Fighting Blindness played  
a part in through investment in research since 1983.

Target 5000 is the cornerstone of our current research  
investments and the critical need for a national registry is  
emphasised by treatments and cures becoming available.

In tandem with this, I am delighted that Fighting Blindness are a 
partner on the IRD COUNTS project as we need to establish the 
evidence base for value for money from the potential therapies 
becoming available.

In 2018, Fighting Blindness had an income of €2,108,539,  
of which €268,000 was in-kind donations for our work from  
JCDecaux and Dillon Eustace Solicitors. As with every year, we 
are continually striving to build new relationships that will cement 
the sustainability of Fighting Blindness into the future.

Chairman’s 
Statement

Prof Brendan Buckley, Chairman
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CURE

In 2018 we continued to support 12 on-going scientific and  
clinical research projects in universities and hospitals across  
Ireland. Our expenditure on research in 2018 increased to 
€694,840 versus €583,456 in 2017.

SUPPORT

This service has been identified by participants as crucial in  
their lives and that of their families living with sight loss. Through 
our Need to Talk project the investment in this service increased 
in 2018 to €265,364 versus €229,250 in 2017.

ADVOCACY

Our voice is key in influencing change in policy in how rare  
disease is treated in Ireland and also key in increasing public 
understanding of the associated issues.

Our investment in this area in 2018 was €128,821.

AWARENESS

I firmly believe that if we are to effect real change we will need to 
ensure that the public at large clearly understand the challenges 
and how they can help.

Awareness drives understanding and understanding leads to 
action. That is why the donated services of JCDecaux in providing 
free billboard and digital advertising, Communicorp Media in 
providing free radio advertising, In the Company of Huskies for 
designing our advertising campaign and not least of all Victoria 
Smurfit and her daughter Evie appearing on the Late Late Show 
were of immense benefit in 2018. I was in awe of the courage of 
that young lady in sharing her personal story and journey with 
the viewers.

Also I wish to acknowledge our fundraising efforts in 2018  
which culminated in Fighting Blindness being charity of choice  
at the Irish Open.

I welcome your feedback on our report as we strive to  
continually improve to best serve our members.

Beir Bua

Prof Brendan Buckley 
Chairman
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I’m delighted to welcome you to our 2018 Annual Report. I hope 
you enjoy the content and it resonates with you, not only in terms 
of our progress in 2018, but also our ambitions for 2019.

As those entrusted with the hopes of our members, we are keen  
to account for our work, share our successes, understand our 
challenges and ultimately progress the quest for cures  
and treatments.

In 2018 we again increased the number of research projects  
funded by Fighting Blindness, core to our mission. 

The past year saw gene therapy for inherited retinopathies  
become a clinical reality and such a development emphasises  
the importance of establishing a national registry through  
Target 5000. The project saw a total of 479 patients being  
recruited in 2018 and over 600 received updates and/or were 
called back for appointments.

Additionally, Fighting Blindness became a partner on the IRD 
COUNTS project. The purpose of the initiative is to strategically and 
confidently evidence the value for money of treatments for inherited 
retinal dystrophies. One of our aims for this project is to best place 
our charity for associated funding.

Chief
Executive’s 
Review

Kevin Whelan, Chief Executive Officer

8 Fighting Blindness Annual Report 2018



As always our Retina conference was very well attended and  
received. The Public Engagement Day successfully provided  
the opportunity for scientists, clinicians and patients to interact. 

Significant progress was made in our European funded initiative, 
Need to Talk. Of note was the launch of our Living with Sight  
Loss course, which was attended by 21 people in Drogheda.  
Further courses are scheduled for Monaghan and Donegal.

Our advocacy role and function has been very much at the  
fore in advancing the case for support to appropriately fund  
research, cures and treatments in inherited retinal dystrophies.  
We collaborated with Rare Disease Ireland to ensure we  
coordinated our campaigns to achieve our goals.

Key to influencing change is to be a strong voice in the rare  
disease community and therefore I would encourage you in  
your numbers to become members of Fighting Blindness and  
help us create change.

Of particular note in 2018 is the increase in the public awareness  
of the work of Fighting Blindness, helped greatly by the free  
advertising campaigns donated by JCDecaux and Communicorp 
Media. And the appearance of Victoria Smurfit and her daughter 
Evie on the Late Late Show brought the reality of living with sight 
loss into homes all over Ireland.

Thank you to all our donors and ambassadors for their wonderful 
support in 2018. I’d also like to extend a major thank you to all the 
volunteer support that makes initiatives such as our Exchange Club 
and Visionaries School of the Arts a sustainable success.

Enjoy this publication and share it with your family and friends.  
Let’s look forward to a successful 2019 for our members.

Kevin Whelan 
Chief Executive Officer 
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Who We Are
Fighting Blindness is an Irish, patient-led 
charity with a vision to cure blindness, 
support people experiencing sight loss 
and empower patients.

Over the past 35 years, we have grown 
from a small support group to a nationally 
recognised brand. We are the only Irish 
charity funding research into treatments 
for sight loss – giving people, both young 
and old, hope for the future.

Awareness. Understanding. Action.

A quarter of a million Irish people live with blindness  
or visual impairment. We work to represent them and  
empower them. We shine a light on eye conditions  
and our research is recognised on a global platform.

The stories that we tell, through our ambassadors,  
members and researchers, help people to understand  
what life can be like for those living with sight loss.  
They are stories that educate and resonate. 

Through building awareness and fostering understanding, 
we are driving action. We are increasing donations,  
growing our reach and attracting nationally and  
internationally recognised ambassadors. 

Blindness can be cured through research. 
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Michael Griffith is the co-founder 
of Fighting Blindness and the 
founder of Debra Ireland, the  
Medical Research Charities 
Group, IPPOSI and Rare  
Disease Ireland. 

In 2018 he won the EURORDIS 
Black Pearl Lifetime Achievement 
Award for his exceptional work.

11

The Lifetime Achievement Award is a great honour  
for me personally but when receiving an award such  
as this I am very conscious of the countless others who 
worked with me over the years achieving significant  
progress in discovering therapies for unmet medical  
needs in the area of rare diseases. 

I will always be very grateful for their support without  
whom my efforts would have come to nothing. 

Michael Griffith 

Diagnosed as a young adult with retinitis 
pigmentosa (RP), Michael lived through the 
gradual loss of his sight and now has less 
than 10% vision remaining. At the time  
of his diagnosis, there wasn’t a lot of 
information available on the disease.  
He started a support group with a handful  
of other people living with the condition. 

In 1983 that group co-founded Fighting 
Blindness and Michael was the first  
chairman. 

The group raised funds, contacted genetic 
scientists in Trinity College Dublin, and 
commissioned them to start a project 
investigating the cause of RP. They went 
on to be the first in the world to discover 
the first gene responsible for this complex 
condition. Since then, Fighting Blindness 
has invested €18 million into Irish research, 
has had significant breakthroughs including 
potential treatments, and is one of Ireland’s  
leading medical research charities.
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Directors’ Report 
Structure, Governance 
and Risk Management
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Structure
Fighting Blindness was founded in 1983 
and is an Irish company incorporated under 
the Companies Acts 1963 to 2013. It is a 
company limited by guarantee and does 
not have a share capital. It is governed by 
a memorandum and articles of association 
which were last amended in 2017 and  
adopted by the members at the Annual  
General Meeting in May 2017.

Board of Directors

Fighting Blindness is governed by a voluntary  
Board of Directors. The Memorandum and 
Articles of Association instruct that there will 
be a minimum of five and up to a maximum 
of 13 directors participating in this way. 
Those who are serving Fighting Blindness in 
this manner represent a broad and diverse 
range of relevant expertise. 

As a patient-led organisation, a majority of 
the directors must be patient representatives, 
meaning that they, or an immediate member 
of their family, are affected by sight loss.  
This is an important, constitutional element  
in the fabric of this patient-led organisation. 

Directors are elected for three year terms  
and are permitted to serve three terms in 
succession. Following this, they cannot hold 
office as a director until a gap of 12 months 
has expired.  

The Board of Directors meet six times per 
year. They are responsible for the business 
of the organisation and for ensuring that 
Fighting Blindness operates appropriately 
and complies with relevant laws and 
regulations. The Chairman, along with the 
other directors, oversees the administration 
of our affairs and is charged with setting 
the strategy and goals of the organisation. 
The operations of the board are supported 
by a subcommittee structure which deals 
effectively with specific aspects of the 

business of the company.  
The active subcommittees are as follows: 

 • Audit Subcommittee

 • Research Subcommittee

 • Counselling and Support Service  
Subcommittee

 • Advocacy Subcommittee

 • Fundraising Subcommittee

 • HR Subcommittee

 • Nominations Subcommittee

The executive team is comprised of a Chief 
Executive along with six departments with-
in the organisation: research, counselling, 
advocacy, finance, fundraising and  
operations. They are responsible for  
implementing the strategy and running  
the day to day activities of the company.

Governance
Fighting Blindness is registered with the 
Charities Regulatory Authority and is  
committed to maintaining the highest  
standards of corporate governance.  
Governance refers to how an organisation  
is run, directed and controlled. Good  
governance therefore means that an  
organisation is making every effort to design 
and implement policies and procedures that 
will ensure it can operate effectively and  
efficiently with integrity that honours the  
people whom it serves and who have made 
that possible through their donations. Fighting 
Blindness is committed to ensuring that we 
have the best possible governance structures 
in place so that we are being accountable to 
both our donors and our beneficiaries. 
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The Fighting Blindness financial accounts 
are published annually, and are prepared 
in accordance with the Statement of 
Recommended Practice (SORP) for the 
charity sector. Our annual reports dating 
back over a decade are available on our 
website and are lodged with the Companies 
Registration Office and the Charities 
Regulatory Authority. 

Related Parties 

No member of the Board receives any  
remuneration for their volunteer involvement 
with Fighting Blindness. At all board  
meetings each member of the Board is 
reminded of the duty of disclosure of any 
conflicts of interest and the requirement  
to excuse themselves from any aspect  
of Board discussion, debate or vote that 
could be considered a conflict of interest. 

Fundraising Guiding Principles 

Fighting Blindness is fully committed to 
achieving the standards contained within  
the Statement of Guiding Principles for 
Fundraising. The statement was developed 
by the Irish Charities Tax Reform (ICTR) 
group and exists to provide charities in  
Ireland with a Fundraising Code of Practice.

The purpose of the statement is to:

 • Improve fundraising practice.

 • Promote high levels of accountability and 
transparency by organisations fundraising 
from the public.

 • Provide clarity and assurances to  
donors and prospective donors about  
the organisations they support.

Risk Management
The Audit Subcommittee together with the  
Executive evaluate and review the levels  
of risk associated with the work of Fighting 
Blindness both operationally and financially, 
reporting to the Board on these matters.  
The risk register is a standing item on all  
Audit Subcommittee agendas. The Board of 
Directors retain overall responsibility for  
risk, mitigation and management.

Annually the risk register is reviewed  
and protocols and procedures adapted  
as necessary in the context of the findings  
of the reviews.

Furthermore as part of the work of the Vision 
Impaired Service Providers Alliance (VISPA), 
the four participant charities are committed 
to working together to share the learnings of 
the various risk registers to ensure all have 
best possible practice in place.

The key risks identified through the process 
have been:

 • Ensuring a continued income flow to  
sustain the charity’s mission.

 • Corrective action to ensure the protection 
of the Fighting Blindness brand within the 
sector and amongst the public/donors.

 • Ensure compliance with all provisions  
of GDPR legislation.
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Board Members 2018

Name Role Status Meetings Attended

Brendan Buckley  Chairman  No Change 6

Ronan Holahan Treasurer No Change 7

Mary Lavelle Director No Change 7

Paul Allen Director No Change 6

Tom Clonan Director No Change 3

Colette McNamee Director No Change 5

Gerard Comerford Director No Change 7

Gerry Kerr Director No Change 7

John Acton Director No Change 7

David Keegan Director No Change 4

Company Secretary  Ronan Holahan (Appointed 27 November 2018) 
 Anna Moran (Resigned 27 November 2018)
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Subcommittees

The Board are supported by an Advisory Panel of different  
subcommittees. Each is chaired by a board member with  
members of the management team attending as required.  
Each subcommittee has been established to facilitate the  
implementation and delivery of the strategic plan for its relevant 
department, in accordance with its terms of reference.

Audit 

Ronan Holahan (Chair)
Brendan Buckley
Ger Comerford
Colette McNamee
Paul Allen

Research

Brendan Buckley (Chair)
Mary Lavelle
David Keegan
John Acton
Ronan Holahan
Michael Griffith (Non board member)
Ena Prosser (Non board member)

Fundraising

Ger Comerford (Chair)
Trish Burke (Non board member)
Paul Allen

Counselling

Gerry Kerr (Chair)
Aoife Delaney (Non board member)
Barry O’Donnell (Non board member)
Michael Lavin (Non board member)
Marian Brennan (Non board member)
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Advocacy

Tom Clonan (Chair)
Gerry Kerr
Maureen Mason (Non board member)
Tony Murray (Non board member)
Barry O’Donnell (Non board member)
Siobhan Gaynor (Non board member)

Human Resources

Brendan Buckley (Chair)
Mary Lavelle
Gerry Kerr
Patricia Burke (Non board member)

Nominations / Governance

The Nominations Subcommittee has been established to  
facilitate the identification and recruitment of directors and  
chairpersons, and to oversee the general rotation of the board  
of directors and its various sub committees in line with good  
governance and best practice as described in the Fighting  
Blindness constitution.

Mary Lavelle (Chair)
Gerry Kerr
Brendan Buckley
Colette McNamee
Ronan Holahan
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Cure
Fighting Blindness is Ireland’s only 
charity funding vision research. Our 
mission is to promote and facilitate 
the development of therapies which 
are accessible to all people affected 
by sight loss. 

Since 1983, we have invested over 
€18 million in more than 100 scientific 
research and clinical projects both 
here in Ireland and abroad.

All our research aligns with the following principles:

• diagnostics including genetics, phenotyping  

and retinal imaging

• therapeutics such as gene therapy, novel drugs,  

retinal implants and optogenetics

• cell technology and regenerative medicine

• epidemiology and population studies
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After many years of research, it is very exciting to  
see gene therapy for inherited retinopathies become  
a clinical reality and I feel very privileged to have been  
part of a fantastic team that has helped to develop  
these treatments.

Prof Robin Ali 

Prof Robin Ali (far right), Chair of Fighting Blindness  
Medical and Scientific Advisory Board (MSAB)

Prof Robin Ali of University College London 
was named among six international winners 
of the largest prize in vision research, the 
2018 António Champalimaud Vision Award. 
The researchers won the award for their 
work in developing a gene therapy to treat 
Leber Congenital Amaurosis (LCA), a genetic  

cause of childhood blindness. In 2018, 
the European Commission (EC) approved 
Luxturna, a one-time gene therapy for the 
treatment of patients with vision loss due 
to a genetic mutation in both copies of the 
RPE65 gene and who have enough healthy 
retinal cells.
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Fighting Blindness continued its patient-led ethos to pursue research 
that seeks to prevent, treat or cure retinal conditions. In addition to eight 
on-going laboratory and clinical research initiatives in universities and 
hospitals, we welcomed the commencement of a further four exciting 
projects. Some of the areas supported by Fighting Blindness in 2018 are 
outlined below:

→ Delivery of a genetics and 

clinical service to all those 

living with an inherited retinal 

degeneration (IRD) in Ireland.

→ Discovery of the unknown 

causes of genetic retinal  

disease.

→ Understanding the  

molecular mechanisms  

behind sight loss.

→ Investigating novel drugs  

that have the potential to 

slow, reverse or prevent  

progression of disease.

→ Clinical study to assess  

a drug that may prevent  

myopia (short-sightedness)  

in children.

→ Determining the economic 

and individual impact of living 

with an inherited retinal  

degeneration.

→ Facilitating public and patient 

involvement (PPI) in research 

activities.

→ Raising awareness and  

providing information to  

people affected by all forms  

of sight loss.

i
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Target 5000 
Our most ambitious programme  

to date aims to identify the  
disease-causing gene mutation  

in people believed to have  
an inherited retinal  

degenerative condition.

This marks a crucial step in  
driving laboratory research  

towards treatment. It is  
paving the way for future 
access to clinical trials as  

they become available. 
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Gateway to vision for Irish inherited 
retinal degenerations

Over the last six years, Target 5000 has 
transitioned from a research project into a 
multi-disciplinary programme delivering vital 
genetic and clinical services to the  
IRD community in Ireland. Four ambitious 
goals underpin this vital initiative:

 • Provide a genetic and clinical diagnosis  
to those in Ireland with an inherited  
retinopathy.

 • Develop a national registry and embed  
an excellent clinical management  
infrastructure.

 • Enable access to clinical trials and  
approved therapies in Ireland and abroad.

 • Discover new genes responsible  
for inherited retinal degenerations.

Clinical genetics services

It was a busy year at Target 5000 clinics, 
with a total of 479 people recruited across 
the three sites. Additionally, over 600 people 
received an update or were called back for 
follow up appointments. 

A key focus for the team in 2018 was 
optimising the patient journey and 
accelerating the delivery of important genetic 
information back to individuals and their 
families. We welcomed an encouraging 
milestone through the establishment of 
Ireland’s first ophthalmology-specific genetic 

counselling programme, available to all 
Target 5000 participants. Throughout the 
year, Dr James O’Byrne, Clinical Geneticist, 
played a major role in interpreting complex 
genetic data while Jackie Turner, Genetic 
Counsellor, provided support to individuals 
in understanding their genetic diagnosis and 
identifying possible next steps. 

Supporting the next generation of expert 
ophthalmologists in IRD in Ireland, we 
funded the training of three research fellows 
at Dublin clinical sites.

Gene hunting

Led by Prof Jane Farrar, the dedicated 
research team at Trinity College Dublin 
continued their significant efforts to 
genetically characterise each individual living 
in Ireland with inherited retinal degeneration 
(IRD). In addition to analysing 160 new 
DNA samples with next generation genetic 
testing, many more underwent alternative 
sequencing methods and reanalysis with 
updated software tools and research 
methods. Techniques to improve the 
sequencing of difficult regions within known 
IRD genes were also implemented. This 
resulted in the characterisation of new 
disease-causing mutations in the RPGR 
gene. Focus was also given to increasing our 
understanding of the role the mitochondrial 
genome may play in syndromic forms for 
IRDs. Furthermore, over 70 positive research 
grade results were clinically validated in the 
UK in preparation for genetic counselling. 

Target 5000
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Ophthalmologist

Belfast Health and 

Social Care Trust

Genetic Counsellor

Greenlight Database

Mater Misericordiae 

University Hospital

Accredited Testing

Further Genetic Testing 

at Trinity College Dublin

Royal Victoria Eye and  

Ear Hospital

Clinical Assessment:

Electrodiagnostics 

Imaging 

Visual Fields 

Colour Vision

Blood Sample Taken

Targeted sequencing

Mutation Validation

Family Studies

Fighting 
Blindness

Optometrist

Referral

Eye Hospital

Gene Therapy Assistive  
Technology

Stem Cells Manage  
co-morbidity

Retina Implants Counselling

Neuroprotectants Support Services

Mutation 
identified

Mutation 
NOT 

identified

NCBI

CONTACT

APPOINTMENT

GENOTYPING

GENE DISCOVERY

OUTCOMES

The Target 5000 Journey
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Dr Niamh Wynne (right), Fighting Blindness funded Clinical Fellow  

at RVEEH Research Foundation. Dr Wynne was awarded the Royal 

Academy of Medicine in Ireland (RAMI) Ophthalmology Research  

Award in 2018 for her work under the Target 5000 programme.

Working as the clinical research fellow on the Target 5000  
project, work that has been made possible by the support of 
Fighting Blindness, has been the most rewarding pursuit of my 
life to date both professionally and personally. Starting out in 
January 2017 for what was meant to be a 12 month stint I had 
no idea just how exciting this work could be. Now I can’t imagine 
not being part of continued efforts to improve the lives of those 
living with IRDs and visual impairments. Meeting with patients 
living with sight loss is humbling and hugely inspiring. Each 
presentation of our findings to local, national and international 
audiences has untold ripple effects in the scientific community.  
I look forward to continuing to work with and advocate for  
patients with IRDs and sight loss throughout my career.

Dr Niamh Wynne
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Evidenced based and curiosity driven research 
accelerates the path to treatment. In addition 
to the clinical genetics programme, 2018 
saw the commencement of three new 
scientific research initiatives and a social 
research study. 

Shedding light on the unknown 

For approximately 65% of cases, genetic 
testing in inherited retinal degenerations 
is inconclusive. However, we can now dig 
deeper in the hope of finding unknown 
causes of disease. These may be mutations 
in new genes but also undiscovered  
mutationslocated outside the protein-coding 
parts of a genome. Led by Prof Cremers 
in the Netherlands and Prof Farrar at Trinity 
College Dublin, this study aims to shed light 
on the underlying genetic causes of IRDs, 
with a focus on Stargardt disease and  
Usher syndrome.

Understanding how the eye senses 
light to develop drug therapies

In collaboration with the Irish Research 
Council Enterprise Partnership Scheme, a 
PhD study undertaken by Rebecca Ward 
and Prof Breandán Kennedy at University 
College Dublin is using zebrafish models 
of inherited retinal degenerations to study 
the function of genes that play a role in the 
visual cycle. In addition, they are testing 
neuroprotectant drugs to target pathways 
that may slow the death of photoreceptor 
cells, thus preserving vision for longer. 
In 2018, Rebecca worked with Fighting 
Blindness to develop The Association for 
Research in Vision and Ophthalmology 
(ARVO) Advocacy Toolkit representative  
of the Irish landscape. 

My visit to a Retina International meeting in 1988, in which I met 
people living with inherited retinal degenerations and severe vision 
impairment made a big impression on me. I knew then what 
my goal for the rest of my career would be – to find the genetic 
defects for as many IRD-associated genes as possible. Since 
then, my team have discovered more than 30 of the currently 
known genes implicated in inherited retinal degenerations.

Prof Frans Cremers

The teams from Trinity College Dublin and Radbound University during 
the ARVO 2018 conference in Hawaii. Prof Frans Cremers (far right).
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Mechanisms of cell death in the retina 

Fighting Blindness is a member of the Medical Research Charities 
Group (MRCG), an umbrella organisation that seeks to generate 
dynamic health research in Ireland. As a member, we participate 
in a co-funding scheme with the Health Research Board (HRB). 
In 2018, we were delighted to welcome Dr Sarah Doyle at Trinity 
College Dublin. Her work will focus on a molecule called SARM1. 
Known to be associated with cell death in the brain, Dr Doyle 
is examining whether this ‘executioner’ protein also plays an 
important part of cell death within the retina.

Impact of inherited retinal degenerations

As potential treatments begin to move through the pipeline 
of clinical trials towards market, we must be in a position to 
strategically and confidently evidence their value for money to 
regulatory bodies in all regions. IRD COUNTS is a consortium of 
charities and industry partners working to establish the prevalence, 
burden and impact of inherited retinal dystrophies (IRDs) within  
the UK and Republic of Ireland. This transformative project,  
initiated in 2018, aims to address the need for a stronger  
evidence base in this area. 

Update on ongoing projects 

Significant progress was also made in our on-going projects under 
previous MRCG-HRB schemes. 

In the final year of their project, Prof Breandán Kennedy and 
Dr Husvinee Sundaramurthi at the University College of Dublin 
continued to make promising progress into their quest to identify 
new targets for drug development that may provide benefit for 
individuals with a genetic retinal disease. They demonstrated that 
histone deacetylase 6 inhibitor (HDAC6i) restores visual function in 
zebrafish models of inherited blindness. Additionally, they identified 
a new gene called ‘raf’ that is potentially disease-causing in IRDs. 

Prof James Loughman at Dublin Institute of Technology is also 
testing a promising new treatment that might stop the progression 
of myopia (short-sightedness) in children. In their pursuit to further 
understand this condition, the team have identified novel genes 
associated with myopia development. In a first of its kind study, the 
team also report smartphone use as a new possible risk factor for 
myopia development.
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As part of my PhD, I have been  
granted an incredible opportunity 
to work with Fighting Blindness. 
While I realise the importance of 
developing effective therapies, 
it is crucial to give individuals 
living with sight loss a voice in 
research. To this end, we are 
working towards bridging the gap 
between researchers, clinicians 
and those living with vision loss 
in an effort to conduct more 
meaningful research.

Rebecca Ward

Ms Rebecca Ward, Fighting 
Blindness researcher, received 
a scholarship to attend the PPI 
Summer School at the University 
of Limerick

Public and Patient Involvement (PPI) in research

The patient is at the heart of all Fighting Blindness activities.  
More impactful and relevant research will result through equal  
partnerships between clinicians, scientists and people living with 
sight loss. A total of 10 PPI in research activities took place in  
2018. Below are some areas in which our members shared  
their experiences to inform research efforts:

 • Identification of research priorities to inform the  
Fighting Blindness research strategy. 

 • Participation on advisory boards to inform design of clinical trials.  

 • Design of survey to capture real life impact of inherited  
retinal degenerations.

 • Design of content towards a  patient information booklet on 
age-related macular degeneration (AMD).

 • Generation of easy to understand research summaries and 
stories. 
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Raising awareness and promoting understanding 

Fighting Blindness provides a professional research and condition-
specific information service to all those affected by sight loss. In 
2018, 310 queries were received about information on sight loss 
conditions, research advances and therapeutic developments 
across a wide range of conditions. In parallel, enthusiastic efforts 
were made by our researchers to share the results of their work to 
the scientific, clinical and wider community. 

81 poster and oral presentations

8 research publications

11 radio interviews and  
newspaper articles

1 vision science summer course for  
secondary school students

5 awards and recognition of  
research efforts 

The Association for Research in Vision 
and Ophthalmology (ARVO) International 
Toolkit: Ireland

For more about our research visit www.fightingblindness.ie/research
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I personally found 
the main research 
presentations  
valuable, thank  
you for this hopeful 
information.

Retina 2018  
attendee

Retina 2018 

On Saturday, October 6, our Retina 2018 Public Engagement Day 
took place in Dublin. This event brings together scientists, clinicians 
and those living with sight loss to foster new relationships, increase 
awareness of the latest research and provide opportunities to learn 
of the supports and advocacy opportunities available. Over 250 
people attended the day where we welcomed a host of insightful 
guest speakers, including rugby legend Shane Byrne, Fighting 
Blindness funded researchers, Director of Science Communications 
at Foundation Fighting Blindness USA (FFB) Ben Shaberman, 
sculptress Victoria Claire and members of the Need to Talk team.

Raising the profile of Irish retinal research, we were delighted to be 
part of the organising committee for the internationally renowned 
Retinal Degenerations scientific meeting which took place in Kerry 
during September 2018.

In November, Retina 2017 was commended ‘Patient Educational 
Project of the Year’ at the Irish Healthcare Awards. The awards 
recognise events that make a positive contribution to the public. 

Fighting Blindness would like to thank all those who contributed to 
the success of the Retina conference. We are extremely grateful to 
Novartis and others for their long time generous sponsorship of this 
educational and supportive event.  
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Support 
Sight is probably our most treasured 
sense and the thought of losing it can 
be a very distressing experience.  
People often report feelings of anxiety, 
frustration, fear, anger and depression 
in the aftermath of a serious diagnosis. 
These are normal reactions, whether 
the onset of sight loss is sudden or 
progressive over time. 
The journey of adapting and coping with sight loss is 
unique for each individual. At such a challenging time it 
can help to work with a counsellor in a safe, confidential 
and non-judgemental environment to make sense of what 
is actually happening. It is not just the individual with sight 
loss who can be affected but also their partner, children, 
extended family and friends. 

Our Insight Counselling and Support Service offers a range 
of services to all of those who are directly and indirectly 
affected by sight loss including counselling, mindfulness, 
support and assistive technology groups together with our 
unique Visionaries School of the Arts where people are 
given an opportunity to explore their creativity.
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Helen Murphy with her  
Anne Byrne Memorial Award

I was born severely short sighted. I have 
always worn glasses and struggled to see, 
especially the blackboard in school. I always 
felt inadequate, looking back now I was a 
bit embarrassed by my lack of vision. 

I was 26 years old and a mother to two 
young children when the retina in my right 
eye suddenly detached. I was admitted to 
hospital and had an operation. This was 
successful but three weeks later it detached 
again. I had more surgery and this time it 
held. The following year the retina in my left 
eye detached and I had another painful  
surgery. I adapted to my limited vision. I 
then had cataracts removed from both eyes 
and gradually lost all my peripheral vision. 

A friend encouraged me to contact the 
NCBI. They were wonderful. They gave 
me the symbol cane to help me. However 
this wasn’t a success for me. I lost all 
confidence, put away the cane and 
continued to struggle in a sighted world. 
That was 15 years ago.

About two and a half years ago I was 
attending a physiotherapist for my fibromy-
algia condition. I told her that my sight loss 
limits what I can do and I felt isolated. She 
listened to my story and gave me a phone 
number that would change my life. 

That phone number was for the  
Fighting Blindness Insight Counselling  
and Support Service. 

That first call was difficult to make but I 
need not have worried. I spoke to John, 
Senior Counselling Manager, and began  
a journey of discovery. 

With John’s unending patience, kindness 
and encouragement, I have slowly come  
to terms with my sight loss. John was  
the first person who truly understood.  
I discovered that I like writing and through 
that I can make a difference and feel 
worthwhile again.

I’m part of a Fighting Blindness support 
group in Cork. With their encouragement,  
I have attended the Irish Guide Dog  
Centre for long cane training. The  
independence and security that the  
cane gives me is incredible, I won’t be  
putting this cane away. 

I’m now an active Fighting Blindness 
member. I attended the Retina Conference, 
did an interview for a national newspaper, 
a radio interview and took part in a 
promotional video. In 2017 I even won their 
Anne Byrne Memorial Award for my work. 

The Fighting Blindness Insight Counselling 
and Support Service had an enormously 
positive impact on my life. I am privileged 
to be an advocate for this truly amazing 
organisation.

Helen Murphy
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In 2018, Insight Counselling and Support Service provided:

→ 552 hours of face-to-face counselling 

→ 299 hours of telephone counselling 

→ 17 support group sessions

→ 33 mindfulness group classes

→ 2176 Visionaries School of the Arts tuition hours

The Exchange Club

The Exchange Club is an informal gathering 
of people living with varying degrees of sight 
loss who wish to improve their daily lives 
through assistive technology. Members 
share their experiences of how they found 
solutions to problems accessing technology, 
and ask for support with any technological 
difficulties they may be experiencing. 

The focus is mainly on assistive technology 
such as the Talks and VoiceOver screen 
readers on Android and iOS devices 
respectively, and JAWS, NVDA, Narrator, 
and VoiceOver on Windows and Mac 
computers.

Thanks to the wonders of smart phones and 
tablets, members who cannot physically 
come to the club, regularly join in using 
WhatsApp, Facetime or landline.

Other discussions take place around topics 
such as visits to art exhibitions, information 
about libraries, social events taking place 
and the general exchange of information 
useful to blind and visually impaired people. 

If you would like more information about the 
Exchange Club, please call 01 674 6496 or 
email insight@fightingblindness.ie.

Albert Brown and Paul Griffith  
at the Exchange Club 
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A huge thanks to our Sessional Counsellors, volunteer speakers, the SEUPB 
and RNIB for helping us make this project a reality. 
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Confidence building

The first Living with Sight Loss course took 
place in the Crowne Plaza Hotel in Dundalk 
from September 2018 to October 2018 and 
was a great success. The event attracted 21 
enthusiastic participants living in Louth over 
six consecutive Tuesdays. 

A wide range of topics were covered,  
generating a great sense of empowerment 
and positivity amongst the attendees.  
They included assistive technology, local 
supports, eye health, mindfulness, sport 
and leisure and mobility. The event featured 
speakers from Irish Guide Dogs, disABILITY 
Louth, the Louth Leader Partnership, 
Dundalk Library, Sight and Sound Technology, 
Fighting Blindness and Vision Sports. 

We were inspired by Eleanor Burke, a Need 
to Talk board member, who generously 
shared her personal journey of sight loss. 
We’re grateful to all our speakers who 
provided their time and expertise so willingly 
in the delivery of this important programme 
and to our RNIB colleague Richard Craig 
who co-facilitated the sessions along 
with John Delany and Mahon Carmody 
of Fighting Blindness. More courses 
are planned for 2019, including ones in 
Monaghan and Donegal. 

→ NTT delivered 115 counselling sessions to people 
living with sight loss in the counties of Donegal, 
Sligo, Leitrim, Monaghan, Cavan and Louth.

→ We delivered our first Living with Sight Loss 
confidence building course to 21 participants 
with sight loss in Dundalk.

→ We launched the Emotional Support Vision 
Champion initiative at the Retina Conference.

In partnership with the 
Royal National Institute 
of Blind People (RNIB), 
our cross-border Need 
to Talk (NTT) project 
took off to a great start 
in 2018:

I feel I have more confidence now. I met 
people in the same boat as me one way or 
the other. Made me feel I’m not alone and 
am really grateful for the six weeks. 

Marion McKeown 

It was a brilliant course and I really did 
learn a lot. I would 110% recommend this 
to other people living with sight loss and 
their families.

Eric Beggs 

I thought it was great meeting other people  
who I felt knew what I was going through.  
This course came at a good time for me 
also as I have recently come out of full-time 
work. 

Carmel Doyle

Need to Talk
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Vision Champions 

The Living with Sight Loss course is one element of the Need  
to Talk project which is delivered in partnership with the Royal  
National Institute of Blind People (RNIB) and funded by the EU’s  
INTERREG VA programme. The initiative is working across  
Donegal, Sligo, Leitrim, Cavan, Monaghan and Louth, Northern 
Ireland and Western Scotland. 

Need to Talk also delivers an Emotional Support Vision  
Champions training programme. It was launched at the 2018  
Retina Conference by rugby legend Shane Byrne along with  
guest speakers Dr Mhairi Thurston of Abertay University,  
Scotland, and Amanda Hawkins from RNIB. An online course  
is now available and is designed to train volunteer Vision  
Champions to support someone affected by sight loss. Vision 
Champions will learn to recognise the emotional impact of sight 
loss, impart a high level of empathy and understanding, gain  
knowledge of services available and provide support and  
information to people affected by sight loss. 

The ‘Need to Talk’ project is supported by the European  
Union’s INTERREG VA programme, managed by the Special  
EU Programmes Body (SEUPB).

If you are interested in becoming a  
Vision Champion or would like to learn  
more about the services please  
phone +353 1 674 6496 or  
visit www.fightingblindness.ie

Amanda Hawkins, John Delany and 
Mhairi Thurston at the ESVC launch
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John Delany and Shane Byrne  
at the ESVC launch

Living with Sight Loss participants
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Empower
Fighting Blindness advocates on  
behalf of our members and our  
community to influence change at  
a local, national and European level. 
By being engaged with us you can 
set the agenda, you can influence 
change, you can make your voice 
and your needs heard.  
Nothing about us, without us. 
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Membership

Fighting Blindness is a patient-led organisation, working hard 
to meet the needs of our members as effectively as possible. 
Membership is open to anyone interested in our work, including 
people who are affected by vision impairment or blindness and  
their families, Fighting Blindness supporters and fundraisers, 
scientists, medical professionals and the general public.

During 2018 we changed our membership structure to be  
based on the calendar year. We hope that this new system  
will make the membership process easier for our members  
and lead to a closer relationship as we work together  
to achieve our goals.

37

Thank you to all our members.  
Your membership enables  
Fighting Blindness to fund vital  
research, deliver essential support  
services and advocate on behalf  
of people in Ireland living with  
vision impairment and blindness.  
With your help we can work  
together to achieve so much  
for our community.

You
Make
The
Difference
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VIP Network

Thank you to the members of the Visually Impaired Persons (VIP) 
Network who have given their time and knowledge to so many 
activities throughout 2018. Your contributions have improved the 
quality of many research and advocacy projects, not only within 
Fighting Blindness, but at a national and European level also.  
We are incredibly grateful to you for your participation.  
These projects include:

European Medicines Agency (EMA) Scientific  
Advice Meetings
Two members of the VIP Network participated in the EMA Scientific 
Advice process for two different conditions during 2018. Scientific 
advice is when a medicine developer requests advice from the 
EMA about items such as manufacturing, clinical trials, non-clinical 
elements or methodological issues. People living with a condition 
are invited to share their experience of that condition or with a 
particular medicine in their disease area. This can help developers 
and regulators understand better what is important to people 
affected by the condition. 

Retina International Focus Group on wet age-related 
macular degeneration
In April 2018 five members of the VIP Network attended a focus 
group organised by Retina International. Fighting Blindness is a 
long-time member of Retina International, a global umbrella group 
for vision research organisations all over the world. The focus 
group brought together people who had received injections for the 
treatment of wet AMD to gather feedback on their experience and 
discuss potential new drug delivery systems.

Public and Patient Involvement in research session  
at the UCD Conway Festival of Research and Innovation
This event brought together 15 early career researchers with 15 
patient mentors in specific disease areas. Each patient mentor 
was asked to help, guide and advise a researcher to write a 
research abstract in plain English, making it more accessible and 
understandable to the general public. One of the VIP Network 
members took part with a Fighting Blindness researcher. They 
worked together to review the abstract and discuss how to simplify 
the information. The original and revised versions of the abstracts 
from each group were presented at the festival and the Fighting 
Blindness partnership won Best Poster.

38 Fighting Blindness Annual Report 2018



Patient education 

There has been an increased focus on patient involvement in 
medicines research and development processes in recent years. 
This has led to the launch of a number of education courses to 
provide training for people living with sight loss, and many  
other conditions, to upskill in these areas. Three of our  
members graduated from these courses in 2018. 

Gerry Eastwood successfully completed the EUPATI (European 
Patient Academy) Course. This is a European wide course that 
has seen 12 Irish participants since 2016, two of these have been 
Fighting Blindness members.

Building on the success of the European training course, IPPOSI 
(Irish Platform for Patients, Science and Industry) launched a 
national training course in 2017. Nineteen participants took part  
in the first course, including Fighting Blindness members John 
Acton and Susanne Grampe who graduated from the course  
in March 2018.

Congratulations to Gerry, John and Susanne on this  
great achievement.

Advocacy information and resource line

2018 saw a consistent level of calls and emails to the advocacy 
team. The main topics people had queries about were:

 • Cataract waiting lists and cross border healthcare.

 • Outpatient appointment waiting lists.

 • Accessing healthcare in another country.

 • Supports available when transitioning to a new 
education setting.

 • Supports available in employment.

 • Social supports and leisure activities.

 • Accessing social welfare benefits.

 • Peer support opportunities.

We recently carried out a review of the most common queries we 
receive and developed a resource that can provide answers to 
some of these frequently asked questions. This ‘Information and 
Resource Hub’ is intended to be a source of helpful information 
and support for people living with sight loss. It will be available on 
the new Fighting Blindness website which will be launched in 2019. 
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Access to medicines

During 2018 we continued to work with 
other patient groups through platforms 
provided by the Medical Research Charities 
Group (MRCG) and the Irish Platform for 
Patients, Science and Industry (IPPOSI) 
on the area of access to medicines. As a 
collective we advocate for greater and more 
meaningful patient involvement in medicines 
assessment processes and improved 
mechanisms for medicines assessment  
in Ireland. 

NCPE decision on Idebenone (Raxone) 
for the treatment of Leber hereditary 
optic neuropathy (LHON)
In 2017 the HSE commissioned a full  
pharmacoeconomic assessment, called  
a Health Technology Assessment (HTA),  
of the drug Idebenone (commercial name 
Raxone®) for the treatment of LHON.  
The manufacturer of the drug, Santhera 
Pharmaceuticals, made a submission to 
the National Centre of Pharmacoeconomics 
(NCPE) in November 2017. As part of the 
HTA process, Fighting Blindness made a 
Patient Interest Group Submission to the 
NCPE in January 2018. This submission 
included personal testimonials from people 
living with LHON and family members 
of people affected by the condition. It 
highlighted the impact of LHON on day to 
day activities and the affect a diagnosis of 
LHON has on all aspects of life. It is vital 
that people living with a condition have the 
opportunity to give their perspective in the 
medicines assessment process, thank you 
so much to everyone who contributed.

In August 2018, the NCPE published its  
recommendation on reimbursement of  
Raxone. The report recommended 
that Raxone “not be considered for 
reimbursement unless cost effectiveness can 
be improved relative to existing treatments”. 
While this was a disappointing outcome it’s 
important to note that it’s not a categorical 

no to reimbursement. It means that the 
drug did not present value for money to 
the State at the price offered and opened 
the door for price negotiations between the 
HSE and the pharmaceutical company. The 
HSE examines all the relevant evidence and 
makes the final decision on reimbursement. 
At the time of writing this report there was 
no official decision from the HSE on the 
reimbursement of Raxone.

Approval of gene therapy Luxturna for 
the treatment of rare forms of Leber 
congenital amaurosis (LCA) and retinitis 
pigmentosa (RP)

In November 2018 we welcomed the 
European Commission approval of the  
gene therapy Luxturna (voretigene 
neparvovec-rzyl). This is the first gene 
therapy for any condition to be approved 
in both the US and Europe. Luxturna was 
approved for treatment of children and 
adults with vision loss caused by mutations 
in both copies of the RPE65 gene and who 
have sufficient viable retinal cells. Conditions 
caused by this type of mutation include very 
rare forms of Leber congenital amaurosis 
(LCA) and retinitis pigmentosa (RP).

This approval was the first step in the 
process of making the therapy available 
to patients. It means that Luxturna can 
be marketed in all European Union and 
European Economic Area countries. The 
next stage involves a separate application 
for reimbursement at a national level in each 
country. The pharmaceutical company, 
Novartis, made applications to national 
reimbursement agencies in a number of 
countries already, with other countries to 
follow. The gene therapy is expected to be 
made available to the first patients in these 
countries in 2019/2020. To date there has 
been no official submission to the NCPE 
seeking reimbursement for Luxturna  
in Ireland.
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Although this gene therapy will only benefit a 
small number of people living with a specific 
inherited retinal degeneration (IRD), it is 
extremely positive news for all people living 
with an IRD. This gene therapy is the first 
of its kind but there is promising research 
taking place in many other conditions and 
the approval of Luxturna paves the way for 
other therapies coming down the line. 

Establishment of Rare Diseases  
Technology Review Committee (RDTRC)
The Rare Diseases Technology Review 
Committee (RDTRC) was established in 
November 2018. The committee, which 
includes two patient representatives, is 
responsible for assessing rare disease 
medicines that have received a negative 
recommendation from the NCPE after a 
Health Technology Assessment (HTA). 

The committee examines the impact of 
the specific condition on patients and care 
givers, real world evidence and scientific 
data. It doesn’t have the authority to approve 
drugs but makes recommendations to the 
HSE Drugs Committee who make the final 
decision on reimbursements. This was a 
welcome development as it incorporates the 
impact a medicine could have on people 
living with a condition in a more meaningful 
way. It allows patients, carers and healthcare 
professionals to make a more direct 
contribution to the evaluation process. The 
Rare Disease Taskforce, of which Fighting 
Blindness is an active member, has been 
advocating for this change for a number 
of years. We believe it is a significant step 
towards increasing access to medicines for 
people living with all rare diseases, including 
rare sight loss conditions.

We invited a number of  
advocacy and support 
groups to have a stand 
at the Retina 2018 Public 
Engagement Day so that 
attendees could access 
information about the 
services and supports 
available to them.

Brenda McCormack and  
Eileen O’Callaghan from MIST  
at Retina 2018

Head of Advocacy, 
Caitríona Dunne,  
speaking about  
‘Access to Medicines’  
at the Retina 2018 
Public Engagement Day
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Public policy submissions and consultations 

During 2018 we made a number of submissions on behalf of our 
members and the sight loss community in relation to public policy. 

NCPE Public Consultation on Patient Organisation 
Submission of Evidence Process
At the beginning of 2018 the National Centre for 
Pharmacoeconomics (NCPE) undertook a review of the  
Patient Organisation Submission of Evidence Process, which  
was first launched in 2016. Fighting Blindness made a submission 
as part of this public consultation. The submission highlighted 
the strengths and weaknesses of the process and made 
recommendations for better communication between  
assessment agencies and patient groups.

Pre-budget submission
As part of the Budget 2019 process Fighting Blindness made 
a submission to the Departments of Health and Finance. The 
submission highlighted key priority areas based on information  
from recently published reports and a national survey of our 
members in 2017. The key areas addressed were:

 • Mental health and wellbeing initiatives for people who are  
blind or visually impaired. 

 • Genetic counselling services for people living with an inherited 
retinal degeneration. 

 • A national information resource line for people who are blind  
or visually impaired. 

 • The resourcing and implementation of the recommendations 
contained in the Primary Care Eye Services Review  
Group Report.

We sincerely thank all those who raised issues from the 
submission with their local representatives.

Consultation on the Draft Model  
of Care for Rare Diseases
The HSE Clinical Programme for Rare Diseases launched a 
consultation on the Draft Model of Care for Rare Diseases in 
August 2018. The Model of Care outlines the current vision for 
delivery of integrated care for Irish individuals living with a rare 
disease, both in the national and European contexts. Fighting 
Blindness gave feedback on the areas of patient registries, genetic 
services and the role of patients and patient organisations.
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Public Consultation on the Dublin  
Area Bus Network Redesign
Fighting Blindness made a submission to the first phase of 
Public Consultation on the Dublin Area Bus Network Redesign. 
The submission highlighted issues with the new route proposals 
including a reduction in access to hospitals. It also queried  
the plans and resources that will be put in place to ensure that  
the Travel Assistance Scheme can provide an adequate service  
for all users on the new network. A revised network design  
will be published by BusConnects during 2019 for a second  
public consultation.

European Commission Evaluation  
of the Orphan Regulation
During 2018 the European Commission approved a study 
to evaluate the regulation of orphan medicinal products. The 
Orphan Regulation, published in 2000, defines incentives for the 
development and marketing of designated orphan medicines. 
Orphan medicines are those that are developed specifically for 
the treatment of rare diseases. The study reviewed the relevance, 
efficiency and effectiveness of the regulation including the 
contributions it has made to the development of new rare disease 
therapies. Fighting Blindness completed a survey as part of this 
study in November 2018.

In September 2018 Fighting Blindness took part in 
Make Way Day, a national campaign organised by the 
Disability Federation of Ireland (DFI) to raise awareness 
about accessibility on our footpaths. The campaign 
aims to highlight  common obstacles, such as cars and 
vans parked on a path, bikes and motorbikes chained to 
lampposts, illegally placed sandwich boards, forgotten 
bins and other obstructions. These items cause  
huge difficulties for many people who have a disability, 
including people using a cane or guide dog.
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Partnership and cooperation

We work with many groups, both nationally and internationally,  
to ensure the views of our members and community are 
represented in all relevant areas. Working in partnership with 
other organisations allows us to achieve so much more as we 
work together to influence change. Fighting Blindness is an active 
member of the following groups working in the areas of vision,  
rare disease and disability:

 • Vision Impaired Service Providers Alliance (VISPA)

 • Rare Diseases Ireland

 • Medical Research Charities Group (MRCG)

 • Irish Platform for Patients, Science and Industry (IPPOSI)

 • Rare Disease Taskforce

 • Disability Federation of Ireland (DFI)

 • Rare Diseases Europe (EURORDIS)

 • Retina International

We are also represented on a number of working groups, including:

 • HSE Clinical Programme for Rare Disease Working Group

 • MRCG Advocacy and Communications Group

 • IPPOSI Research and Advocacy Network

 • Irish Health Research Forum Steering Group

 • EUPATI National Platform

 • Luas, Dublin Bus, and Irish Rail Accessibility User Groups

 • Dublin City Public Participation Network and the Dublin City 
Disability Linkage Group
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I’ve had on-going trouble with my sight since birth and when  
I was just 11 my retina detached for the first time. Three years  
later it happened again. That’s when the lights went out.

At that age you have no other choice but to grin and bear it.  
I could see for years and the memories will always stay with me.

I studied marketing in DIT and lived in Dublin for 25 years.  
I recently moved home to Donegal to live with and care for  
my father, who is 85 years old. My mother, who was a nurse,  
passed away over two years ago. She was my rock. Mum was  
the first port of call if someone was sick in the community.  
That’s what made her special. She always had time to help.

I heard of Fighting Blindness through a mutual friend. They told  
me about the Technology Exchange Club and I started going  
there every Monday. I still join in remotely through Facetime  
on my phone. They are a really great support. 

The research gives me great hope. A beacon of light that  
possibly there might be a cure, I’m glad it’s happening.

But it’s not just about finding the cure. It’s the little things that  
Fighting Blindness do that gives hope and vision for the future  
for people who are living with sight loss. It’s the counselling, the  
interactions with the organisation, the casual chats, the trips, the 
fundraising, the functions, the get togethers.

It’s the little things that bring it all together.

Padraic McLoughlin
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Fundraising
Fighting Blindness relies so much on 
the kindness of people from all over 
Ireland to join and support the fight 
against blindness. Our mission to cure, 
support and empower would not be 
possible without your generosity and 
determination.

We are incredibly grateful for the  
exceptional commitment from the 
community, companies and  
volunteers in 2018. 
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Our champion fundraiser, Eric Beggs, has raised €136,089 
for Fighting Blindness since 2007, and is pictured with  
Victoria Smurfit, daughter Evie and Shane Byrne
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People 
powered 
fundraising

 €25,000  
November Art Auction, run by  

Board Member, Mary Lavelle 

 €18,000 
 Glendalough Trail Run in  

Co Wicklow in November

 €9,000  
Eric Beggs and his team of trekkers  

in the Cooley Mountain Trek in July

 €6,000  
The annual Terry  

McCormack Cycle

 €6,000  
Eric Beggs’ local Christmas Church 

Gate collection 

 €4,000 
 Team Fighting Blindness in the  

Vhi Women’s Mini Marathon

 €1,250 
 the Marlay Christmas Craft Fair,  

organised by Sonja and Des Keaney,  

in December

 €500 
 Concepta O’Keeffe and the choristers 

who performed two Christmas concerts
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Presentation of €30,000 cheque  

by the Allergan Foundation 

and James Nesbitt to Fighting 

Blindness for the RetCam Appeal

Carmel O’Callaghan 

and Paula Morgan, 

representing 

Corona Worldwide, 

pictured with 

Victoria Smurfit, 

daughter Evie and 

Shane Byrne

RetCam Appeal 2018

We are getting closer to our target to fund a 
new retinal camera at the National Maternity 
Hospital in partnership with the NMH 
Foundation. Over 10 years, 5,000 babies will 
be screened for retinopathy of prematurity 
(ROP) at NMH and 300 will have their sight 
saved with this new retinal camera. 
We are so grateful to all those who have 
supported our RetCam Appeal in 2018. 
Special thanks to:

 • The Allergan Foundation who generously 
donated €30,000.

 • Baby Blake and his mother Aisling for 
being part of our Spring campaign 2018.

 • Everyone who attended the Vision Ball  
at the Shelbourne Hotel on April 21, 2018 
which raised €46,000.

 • Corona Worldwide, and particularly  
Chairperson Rita O’Reilly, who raised  
over €12,000 in a coffee morning in  
September in Riyadh, Saudi Arabia.

 • Victoria Smurfit and her daughter Evie  
for fronting our Christmas Pin Badge 
Appeal 2018.

 • Everyone who donated to our two Pin 
Badge Appeals, which raised €64,378. 
You have all helped to deliver hope to 
premature babies across Ireland who  
are at risk of blindness from ROP.
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Private Members Draw

Congratulations to all of our Private 
Members Draw prize winners in 2018! 
We are so grateful to all of our supporters 
around the country who take part in our 
monthly Private Members Draw. The  
funds raised from their participation in  
this competition are fundamental to the  
work we do.

Jeans for Genes Day 2018

Our supporters from Mater Hospital, Cantor 
Fitzgerald and Galway University Hospital 
outdid themselves in denim by holding a 
Jeans for Genes Day on September 21.  
The money raised will help towards funding a 
genetic counsellor, dedicated to supporting 
people and families affected by genetic 
blindness and low vision. 

Glendalough Trail 2018

Well done to the over 200 runners, joggers 
and walkers who braved the elements to join 
the Glendalough Trail in Laragh, Co Wicklow 
on November 17 and raised €18,000.

VHI Women’s Mini Marathon 2018

A massive thank you to all the superstars 
who took part in the 2018 VHI Women’s Mini 
Marathon on our behalf this year and raised 
€4,000. We loved seeing you all proudly 
wearing the Fighting Blindness orange.
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Communications
Communications has a vital role to play  
in our success. We are a small charity 
with a big voice. Our communications 
department is tasked with growing this 
voice, building brand awareness and 
helping people to understand what we 
do, and why we do it. 
We bring this to life through sharing personal stories of sight loss,  
pursuing media opportunities, promoting and attending events  
and conferences, publishing newsletters and communicating  
through our website and social media channels.

24 
newsletters  
/ ezines

9 
Videos

275 
mentions in  
the press

155,612
visits to our website with glaucoma, AMD  
and nystagmus the most popular content.

>

Facebook
5,309 likes

Twitter
8,309 followers

Instagram
1,038 followers

LinkedIn
304 followers 
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Campaign: RetCam Appeal 
We joined forces with the National Maternity 
Hospital (NMH) Foundation to raise funds 
for new retina imaging equipment for the 
National Maternity Hospital on Dublin’s 
Holles Street. Actor James Nesbitt joined 
the campaign, promoting the appeal and our 
work on the Late Late Show. A number of 
other celebrities have also come on board 
to support through raising awareness and 
personal fundraising including Ronan and 
Storm Keating, Shane Byrne, and Dave 
Kearney. Creative agency MAMMOTH 
worked with us to create a Christmas 
RetCam appeal video with Victoria Smurfit 
and her daughter Evie. 

Building our brand with JCDecaux 
In 2017 Fighting Blindness were  
chosen by JCDecaux as one of their 
three partner charities for 2018-2019. 
This two-year partnership has  
created almost €500,000 of free  
nationwide out-of-home advertising 
space and an invaluable opportunity  
to build our brand on a national scale. 

Campaign: Blindness can be cured 
through research 
This campaign aims to raise our profile 
and build brand awareness throughout the 
country. Creative agency In the Company of 
Huskies created this pro-bono campaign to 
promote the importance of our research and 
help the public understand that blindness 
can be cured. The campaign will feature on 
our JCDecaux media space in 2019.
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AMD Awareness Week

The theme of the 11th annual AMD Awareness Week was  
‘Sightsee with me’ and focused on highlighting the importance  
of managing eye health to continue to see impressive sights  
with the ones we love. 

An AMD testing bus travelled throughout the country for the  
week and offered free AMD eye tests on board, along with  
information on the condition. Actress and comedian Deirdre 
O’Kane jumped on board as the campaign ambassador and  
extensive coverage across national, local and social media  
secured a reach of 9.9 million. 

The bus visited nine destinations in Ireland and tested 290  
members of the public. The campaign was proudly supported  
by Fighting Blindness, Novartis, the Association of Optometrists  
Ireland, the Irish College of Ophthalmologists and the National 
Council for the Blind.

AMD Week Organising Committee
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AMD Guide 

In December 2018, football legend Ronnie Whelan officially 
launched our new Guide to Age-related Macular Degeneration. 

AMD is the most common cause of sight loss in people over the 
age of 50 in Ireland and it’s estimated that seven per cent of Irish 
people over 50 years of age are living with AMD. Over 2,000 copies 
of the guide, which was developed with the support of Bayer, were 
distributed to pharmacies across Ireland through our partnership 
with Pharmed. 

Amongst the special guests speaking at the launch were Pat 
O’Donoghue and John Leonard, who live with AMD and are 
both members of the MIST (Macular Impairment Support and 
Togetherness) support group. We would like to thank MIST for  
the key role they played in the development of the booklet. 

AMD Week Organising Committee

Pat O’Donoghue, Kevin Whelan,  

John Leonard and Ronnie Whelan

MIST support group 
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The Fighting Blindness Awards 2018

Our annual awards celebrate those who 
make outstanding contributions to our  
work across our three pillars – cure,  
support and empower. 

Rebecca Ward, winner of the Geraldine Duggan 

Young Investigator Award 2018
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Geraldine Duggan Young Investigator Award  
Rebecca Ward, PhD researcher at University  
College Dublin

This award recognises young researchers who demonstrate  
exceptional commitment and passion in the field of vision  
research. Throughout 2018 Rebecca Ward has dedicated  
a significant amount of her time to support the Fighting Blindness 
mission. In particular, she played a vital role in Patient and Public 
Involvement (PPI), an initiative which promotes inclusivity amongst 
patients, general public and scientists in research studies to  
promote better outcomes. 

Anne Byrne Support Award  
The McCormack Family

Named after founding member Anne Byrne, this award is  
presented annually to a member who demonstrates outstanding 
commitment and service to the organisation.

In 2015 Terry McCormack sadly passed away while plotting the 
route for a charity cycle in benefit of Fighting Blindness. The family 
proceeded with the cycle in his honour and have turned it into a 
yearly fundraising event. They have displayed real dedication and 
commitment to raising much needed funds for our research and 
are truly worthy recipients.  

Paddy Byrne Empowerment Award 
Orla Comerford, Paralympian

Each year we celebrate a person who has been involved  
in an activity or achievement that demonstrates a positive  
example of patient empowerment.

Orla is a truly empowering woman, inspiring many through  
her achievements on the track and donating her valuable time  
to support Fighting Blindness. Her dedication to teaching  
others about inherited sight loss has been remarkable and  
will undoubtedly inspire many to get involved, either directly  
or indirectly, in vision research.

It has always been a 
pleasure working with the 
amazing team of people  
at Fighting Blindness.  
It was such an honour  
to be awarded with  
the Paddy Byrne  
Empowerment Award. 

Orla Comerford
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When I was diagnosed with Stargardts, I felt very alone as  
it’s a condition that is not spoken about very often. None of 
us had even heard of it. I became an ambassador for Fighting 
Blindness not only to empower me, but more importantly to 
make sure there wouldn’t be another kid out there believing 
they were on their own with Stargardts again. 

Evie Baxter
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In March of 2017 I was fighting with the local optician, as despite endless 
trips to them and the highest tech glasses, Evie still couldn’t see the 
board at school. How could she possibly have the correct prescription?

After a lot of insistence, the optician agreed to have photos taken of the 
back of Evie’s eyes. It was a Friday at 5pm when the call came in from the 
optician saying that Evie had to go to a specialist. 

When she said Macular Dystrophy, it meant nothing. The last thing she 
said to me on the phone was ‘don’t Google it’, so of course I did. It said 
that there was no cure and that it would lead to central blindness. I sat on 
my bedroom floor and hyperventilated as quietly as I could so the kids 
couldn’t hear me downstairs. I booked us all in for the Monday to find out. 
It was a long weekend. At this point nothing was said to Evie. I will never 
forget the look on the consultant’s face as he scanned her eye pictures.  
It was an imperceptible shift that changed everything.

Fighting Blindness is the only Irish charity funding research into  
treatments for sight loss, giving Evie, and thousands of children like  
her, hope for the future. Blindness can be cured through research.

Victoria Smurfit and her daughter Evie 

At the end of 2018 we welcomed 
Victoria Smurfit and her daughter 
Evie on board as Fighting  
Blindness ambassadors. Evie has 
Stargardt disease, which leads 
to reduced central vision. As yet, 
there is no treatment or cure. As 
it is a rare condition, Evie had to 
really fight to get a diagnosis.

To help raise awareness of the condition, 
Victoria and Evie travelled all the way from 
their home in Los Angeles to Dublin to tell 
their story. On Friday, November 16, they 
spoke publicly for the first time to Ryan 
Tubridy on The Late Late Show about how 
difficult it was to secure a diagnosis.

During their time in Dublin, Victoria and Evie 
also spoke with Pat Kenny on Newstalk,  
as well as Matt Cooper on TodayFM. They 
told their story on Ireland AM and on the 
MummyPages’ podcast Mum Truths.

For Victoria and Evie, the Fighting Blindness 
mission to fund research into cures and 
treatments for sight loss is vital as it gives 
kids like Evie with rare sight loss conditions 
hope for the future.
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Financial 
Statements
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Introduction
The financial outcome for 2018 is laid  
out in the ‘Statement of Financial Activities’  
on page 61 of this report.

The Executive prepare an annual budget 
each November, which is evaluated by the 
Audit Subcommittee prior to presentation to  
the Board for approval, and subsequent 
monitoring.

To monitor the financial performance versus 
the agreed budget, the Audit Subcommittee 
meets at a minimum on a bimonthly basis. 
The Audit Subcommittee prepare a report to 
every Board meeting and recommend any 
corrective measures for Board consideration 
in the context of the approved budget  
for the year.

Each year the Audit Subcommittee reviews  
the Fighting Blindness financial procedures 
to ensure on-going compliance with any 
developments within the charity sector.

The annual accounts for Fighting Blindness 
are independently audited and presented 
at our AGM for consideration for adoption. 
Fighting Blindness further confirms to its 
members its on-going commitment to  
monitor and reduce where possible the 
cost of fundraising to ensure the optimum 
amount of Fighting Blindness income  
is directed to its three pillars of  
Cure, Support, Empower.

Reserves Policy

Fighting Blindness confirms to its members 
that its reserve position as of 31st December 
2018 is €637,395.

The reserve position exceeds the  
Fighting Blindness minimum reserve policy  
of holding six months operational costs  
and commitments for Fighting Blindness.

Restricted reserves (€185,353) are those 
funds which have particular donor designated 
requirements attaching to how the funds 
are used, as such they are not available for 
general costs of the organisation.

Unrestricted Reserves (€452,042) are the 
funds that can be used at the discretion of 
the Board to best serve the advancement  
of the mission of Fighting Blindness.

The purpose of these reserves is to cover 
the following:

 • Funds available for the general purposes 
of the charity.

 • To cover potential deficits in 2019.

 • To ensure continuity of operations and 
projects in the event of a temporary 
downturn in income.

 • To finance investment in new research 
opportunities.

The Board reviews the level of reserves  
held periodically with the last review having 
been conducted in conjunction with the 
preparation of the 2019 budget.
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Going Concern

The Board of Fighting Blindness have a 
reasonable expectation that this charity has 
adequate resources to continue operating 
for the foreseeable future. For this reason the 
going concern basis continues to be adopted 
in preparing the financial statements.

In 2018 Fighting Blindness has an operations 
deficit of €291,007 (2017 Deficit €135,090).

The gross income for the year was 
€2,108,539 (2017 Fighting Blindness  
reported income of €1,935,710). 

Our funding in 2018 is broken 
down as follows:

Grants/Corporate support  11%

Fundraising and Investment income  76%

In-kind support 13%

The investments made into 
the three priorities were:

Cure (Research) €694,840 (53%)

Support (Counselling) €265,364 (20%)

Empower (Advocacy) €128,821 (10%)

Awareness (in-kind support) €230,000 (17%)

The annual financial statements 
2018 are available on our website  
www.fightingblindness.ie

Bankers: 
AIB Bank plc. 
37/38 Upper O’Connell Street 
Dublin 1

Auditors: 
BFCD Chartered Accountants 
1 Castlewood Avenue 
Rathmines 
Dublin 6

Solicitors: 
Dillon Eustace 
33 Sir John Rogerson’s Quay 
Dublin 2

76%

11%13%

53%

20%

10%

17%
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Fighting Blindness  (A company limited by guarantee, not having a share capital)

STATEMENT OF FINANCIAL ACTIVITIES
for the year ended 31 December 2018

  Unrestricted Restricted Total Total
  Funds Funds  
  2018 2018 2018 2017
  € € € €

Income
Donations and legacies  288,916 461,971 750,887 465,461
Other trading activities
Private members draw  1,035,444 — 1,035,444 1,001,508
Fundraising  93,160 — 93,160 146,446
Income from Investments  87 — 87 226
Charitable activities:
Research  130 79,333 79,463 176,058
Counselling  7,095 142,403 149,498 146,011

Total income  1,424,832 683,707 2,108,539 1,935,710

Expenditure on Raising funds  951,786 129,931 1,081,717 1,103,038  

Expenditure on Charitable activities
Research  603,034 91,806 694,840 583,456  
Counselling  120,511 144,853 265,364 229,250  
Advocacy  84,853 281,968 366,821 135,553  

Total Expenditure  1,760,184 648,558 2,408,742 2,051,297  

Net income/(expenditure) for the year  (335,352) 35,149 (300,203) (115,587)

Other recognised gains and losses     
Fair value gains and losses  9,196 — 9,196 (19,503)

Net movement in funds for the year  (326,156) 35,149 (291,007) (135,090)

Reconciliation of funds
Balances brought forward  
at 1 January 2018  778,198 150,204 928,402 1,063,49    

Balances carried forward  
at 31 December 2018  452,042 185,353 637,395 928,402  
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Fighting Blindness (A company limited by guarantee, not having a share capital)

BALANCE SHEET
for the year ended 31 December 2018

    2018 2017
      € €

Fixed Assets
Tangible assets    5,341 8,573

Current Assets
Debtors    560,123 380,266
Cash and cash equivalents    880,588 1,233,012

    1,440,711 1,613,278

Creditors: Amounts falling 
due within one year    (808,657) (693,449)

Net Current Assets    632,054 919,829

Total Assets less Current Liabilities    637,395 928,402

Funds
Restricted funds    185,353 150,204
General fund (unrestricted)    452,042 778,198

Total funds    637,395 928,402
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We are a member-led organisation. When you 
join the fight against blindness you can influence 
change and make your voice heard. Nothing about 
us, without us. 

Become a member

Membership is open to everyone and costs just €25 a year. 

Join now by contacting us on 01 6789 004 or  
membership@fightingblindness.ie.  
You can also sign up online by visiting  
www.fightingblindness.ie. 

Benefits of becoming a member

 • Free entry to the annual Retina Conference.

 • Voting rights at the Annual General Meeting (AGM).

 • Subscription to quarterly member newsletter ‘Visionaries’.

 • Opportunity to participate in consultations and focus groups 
about the future of vision research and therapy development.

 • Access to committees and groups working with vital issues 
faced by the vision community.

Your
Voice
Matters
Be heard. Become a Fighting Blindness member today.
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In loving memory

During 2018 we lost Joe O’Callaghan, a long standing  
member of Fighting Blindness and a valued chorister  

in our Visionaries Choir. Joe was dedicated, committed  
and warm – he will be greatly missed. 

On behalf of the Fighting Blindness team and the  
Visionaries Choir, we would like to express our  

deepest condolences to Joe’s wife Eileen,  
his family and many friends. 

We’d like to take this opportunity to also acknowledge  
other Fighting Blindness members who passed away  

in 2018 and offer our sympathies to their  
families and friends. 

May they rest in peace. 
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Our vision is to cure 
blindness, support those 
experiencing sight loss, 
and empower patients. 

Fighting Blindness 
3rd Floor, 7 Ely Place 
Dublin 2, Ireland

01 6789 004

info@fightingblindness.ie

www.fightingblindness.ie

Reg Charity Number 20013349

Company Number 109625

Cure. Support. Empower.


