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Thank You2017
Highlights

521
hours of face-to-face  

therapy provided

286
calls to  

research helpline

€1,613,320

360
hours of telephone 
counselling support

296
hours dedicated to School of 

the Arts practice sessions

raised through 
generosity of 
the public

2 Fighting Blindness Annual Report 2017



Thank You

3

200
new DNA samples  

sequenced at Trinity College

4
Visionaries Choir  

concerts

249
individuals recruited to  

Target 5000 in 2017

259
mentions in the press

7,944
volunteer hours

172,692
visits to our website
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Fighting Blindness. It is what we do. 

At the beginning of every Board meeting I have the privilege of 
reminding our highly committed Directors that the goals of Fighting 
Blindness – to cure blindness, support people living with sight loss 
and empower patients – are front and centre of all we do. That 
means every decision regarding our research projects, our strategic 
development, our choices around financial investments and every 
commitment we make comes from an attitude of striving to serve 
the people we are proud to represent. Taking over the position of 
Chair in June 2017 from the able, steady and kind hands of my 
predecessor, Kevin Bowers, has been an honour and I am glad 
to bring my professional expertise to this dynamic and motivated 
organisation. Through participation in our Medical and Scientific 
Advisory Board, I have admired the work of Fighting Blindness for 
many years and have seen the breadth of its impact at all levels of 
patient support, scientific research, medical progress and policy 
advocacy. I am now excited to lead the organisation as it embarks 
on its strategy to 2020 and I will endeavour to maintain this keen 
focus at board level.

I am grateful to our Board of Directors and the depth of experience 
and professional wisdom that they apply to guiding the charity. The 
oversight of the Board is crucial to ensuring that the Executive are 
supported and advised in activating their positions and I sincerely 
thank each Director for their unstinting time and commitment. 
Maintaining the patient majority on the Board, a constitutional value 
of Fighting Blindness, means that this ambition to drive forward our 
service to those experiencing sight loss is tangible around the table.  
We are fully committed to living up to all of the obligations of this 
charity in a transparent manner, respecting the trust of everyone  
who raises funds as well as those whom we serve.

Chairman’s 
Statement

Prof Brendan Buckley, Chairman
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Fighting Blindness’ achievements in 2017 
are noteworthy and I am pleased to report 
on a fruitful year. Our three pillars of Cure, 
Support, Empower, as ever serve as a simple 
but powerful description of the chief areas 
of our work. You will be pleased to delve 
into the detail of our work as detailed in this 
annual report, and I can summarise it briefly.

In 2017 Fighting Blindness had an income  
of €1,935,710. Although this seems a  
reduction on 2016’s impressive €2,797,862, 
it must be noted that the 2016 figure 
includes the proceeds from sale of our  
Genable shares. We have had a number of 
new partnerships and projects during the 
course of the year. We are encouraged to 
see these translate into new income streams 
to ensure the safe and consistent growth 
of our resources, to be expended on our 
objectives.

Cure

We continue to invest substantial  
resources into research with some significant 
developments relating especially to our  
Target 5000 campaign, which will be  
delivered in 2018.  Our outlay on research  
in 2017 of €583,456 represented a slight  
decrease on the previous year  
(2016 €670,952).

Support

The Insight Counselling Service continues  
to prosper and we are particularly pleased  
to see the Visionaries School of the Arts 
bourgeoning as a creative hub. Investment 
into this pillar reached €229,250 during 
2017, surpassing the year before  
(2016 €219,556). 

Empower

Through our education and advocacy  
activities we have been able to make  
valuable contributions to health policy  
development and public understanding of 
the issues facing the Vision Community.  

We are pleased to have been able in 2017  
to devote €135,553 into this work, similar  
to the preceding year (2016: €135,758).

Medical and scientific progress is neither 
automatic, spontaneous, nor guaranteed. 
It takes the sincere and loyal dedication of 
many talented and pioneering scientists to 
move us forward. Fighting Blindness has 
benefitted from standing on the shoulders  
of Ireland’s retinal research giants to be 
where we now are. The fruits of this work 
and of the work also of many brilliant  
scientists across the globe with whom we 
are in contact, have brought us close to 
effective treatments and products that would 
have been in the realm of science fiction  
a decade ago. This now challenges the  
Vision Community to ensure that we strongly 
advocate for the availability of advanced 
treatments for sight loss to Irish citizens as 
soon as they are accessible to those of other 
nations. We will also need to learn to cope 
with the reality that cures will not all come  
at the same time and that some people  
will wait longer than others for effective 
treatments to emerge for their own particular 
form of sight loss. Fighting Blindness commits 
to vigorously campaign both with  
government and with industry for a fair  
method of assessment of the cost and  
benefit of new and advanced therapies. 
Large though this task may be, it is great  
to be at this stage following two decades  
of hunting for cures.  

I invite and encourage you to use this  
report to look back on the many highlights  
of another ground-breaking year. As you 
read, please reflect on our cause-driven  
mission and vision; we welcome your  
feedback and involvement. We firmly believe 
that by working together we can realise and 
exceed our goals for the benefit of all people 
living with sight loss.

Beir Bua

Prof Brendan Buckley 
Chairman
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I am delighted to welcome you to our 2017 Annual 
Report. This report affords Fighting Blindness with 
the opportunity to account and report to you on the 
trust you have placed in us in fulfilling the mission 
to cure blindness, support people experiencing 
sight loss and empower patients

We are excited not only for what was achieved in 2017 but also for 
our hopes and ambitions in developing a strategic plan to 2020.

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

In 2017 Fighting Blindness continued its commitment to advancing 
research through the ongoing Target 5000 project. An additional 
249 people were recruited to the project with a further 200 new 
DNA samples sequenced through Trinity College. In 2017 Fighting 
Blindness also approved the funding to establish a genetic  
counselling service, the first of its kind in rare eye disease in Ireland. 
From our members survey we identified that 80% of people who 
received a genetic test had it carried out as part of the Target 5000 
project. Fighting Blindness continued its funding of six on-going 
academic and clinical research projects, as well as commenced  
a three year funding cycle for a further two projects.

Chief
Executive’s 
Review

Kevin Whelan, Chief Executive Officer. 
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Our annual Retina conference was voted ‘Best Educational Event’ 
at the 2017 Irish Health Care Awards. It is wonderful to receive 
such positive affirmation for our flagship event.

The Insight Counselling and Support Services 
continue to grow with:

 • 521 hours of face to face therapy

 • 360 hours of telephone counselling delivered during 2017

 • 22 support group meetings taking place

 • 40 mindfulness group gatherings.

2017 saw the commencement of the Need to Talk project which 
is a cross-border initiative aimed at increasing accessibility to brief 
intervention counselling. Fighting Blindness is excited to be part of 
the project together in partnership with the RNIB Northern Ireland 
and RNIB Scotland.

Through our advocacy department we undertook a survey of our 
members who wholeheartedly engaged in the process. The next 
task for Fighting Blindness is to ensure our 2020 strategic plan is 
reflective of our listening to our members’ views.

Part of our mission is to increase the level of understanding and 
awareness amongst the general public in relation to the challenges 
that people with sight loss face. A big thank you to JCDecaux for 
choosing Fighting Blindness as one of their beneficiary charities. 
JCDecaux have generously pledged to donate a significant amount 
of outdoor advertising space to share our message nationwide.

Also welcome to rugby player Shane Byrne who has agreed to be 
the official ambassador for Fighting Blindness. Sincere thanks to 
James Nesbitt, Keith Duffy and Victoria Smurfit who have become 
patrons of the RetCam Appeal in 2017.

Finally thanks to all our volunteers who without their support  
Fighting Blindness would not exist.

I salute each and every one of you and let’s look forward to  
an ambitious future for those we serve.

Kevin Whelan 
Chief Executive Officer
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Our Journey
Fighting Blindness is focussed 
on helping people affected by 
sight loss, and their families. 

Originally set up 35 years ago 
as a support group by families 
affected by retinitis pigmentosa 
(RP), we have evolved to 
encompass more conditions 
(rare, genetic, age-related and 
degenerative), and expanded our 
services to meet the growing 
need for support in the sight 
loss community.
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One of our founding members 
Mary Lavelle joined the Fighting 
Blindness committee in 1983  
following her own diagnosis of RP.  
Mary did not let her degenerating 
vision deter her from her goals 
and attended Trinity College,  
Dublin, qualifying as a psychologist 
in 1998. Mary was instrumental in  
the establishment of Insight  
Counselling Service in 2002  
which was created in response to 
the growing need for professional 
support in the sight loss community. 

9

The knowledge that you’re losing your sight is like a long 
slow grieving process, because you have to learn to let go 
every day. You have to let go of not being able to see the 
world of colour and take part in many sporting activities.  
And whilst that might seem like minor things there are  
major things too: I changed my career four or five times  
in my lifetime simply because of my RP.

I feel in many ways enriched in my life what I’ve done.  
I eventually went to Trinity, qualifying as a psychologist. 
That was with the great help of my sister and her friend Ann 
Cooke. Because I used to tape all the lectures, they’d type 
them up for me... nowadays you don’t have to do that!

Where we are today, the science, the technology, the  
information is staggering. Now we’re still waiting for a cure, 
but I think it’s extraordinary the advancements that have 
been made. Getting the genetic information is key. I would be 
extremely confident that certainly in the next five to ten years 
there will be cures. And nobody will need to go blind from  
an inherited retinal condition.

Mary Lavelle
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1983  Six families diagnosed with retinitis pigmentosa 
come together as a group to support each other.

1985  The group decides to form the charity Fighting Blindness 
to search for a cure. With a £5,000 grant, they pay for a team  
at Trinity University in Dublin to carry out a successful  
feasibility study and the research begins.

1988 Fighting Blindness is a founding member of the Genetics  
and Rare Disease Organisation (GRDO), a national alliance for  
voluntary groups that represent the concerns of people affected  
by or at risk of developing genetic or other rare disorders.

1989  Prof Humphries’ team in Trinity College Dublin identifies  
the Rhodopsin gene, the first gene implicated in  
retinitis pigmentosa with global interest.

1992   The team in Trinity identifies a second gene implicated in  
autosomal dominant retinitis pigmentosa – Peripherin-2.

1995   Fighting Blindness approaches the distinguished cancer  
researcher Prof Tom Cotter of University College Cork to  
study the mechanism of programmed cell death that leads  
to photoreceptor degeneration.

1998   Fighting Blindness helps launch the Medical Research  
Charities Group (MRCG) to inform and support charities  
in Ireland in the development of their medical research  
through one unified voice.

2001  Fighting Blindness pioneers the All Ireland Retinal Research  
Network (AIRRN) to accelerate research into cures and  
treatments for retinal diseases, enabling those working in  
this research field to discuss their work. This in later years  
becomes the Retina Conference.

10

Fighting Blindness Timeline
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2002 The Insight Counselling Service is established to provide much 
needed supports to people and families affected by sight loss.

 Irish Platform for Patient Organisations, Science and Industry  
(IPPOSI) is established under the guidance of Fighting Blindness 
CEO Michael Griffith.

2006  The very first joint funding scheme between the MRCG and the 
Health Research Board (HRB) is launched. Fighting Blindness is 
successful with four applications.

2008 Fighting Blindness invests in Genable Technologies, a spin-off 
campus based company focused on developing new gene  
medicines to treat genetic retinal disease.

 Fighting Blindness helps fund the world’s first clinical trial for  
blindness to test a revolutionary gene therapy treatment for a form 
of Leber congenital amaurosis (LCA2) which improved a young 
man’s sight.

  Research begins in Trinity College to develop viral therapy  
strategies for Leber hereditary optic neuropathy (LHON).

2009 Prof Robin Ali, of University College London and Moorfields  
Eye Hospital – a pioneer in retinal research – joins Fighting  
Blindness Medical and Scientific Advisory Board (MSAB)  
as Chief Scientific Advisor.

2012 The Exchange Club is set up to help people master the  
challenges and opportunities that technology offers.

2014 The National Rare Disease Plan for Ireland 2014 – 2018 is  
published, with significant contribution from Fighting Blindness

2015 The Visionaries School of the Arts & choir is launched.

2016 Fighting Blindness funds its first clinical trial, with Prof James 
Loughman at Dublin Institute of Technology DIT - Pioneering  
Advances for Control of Myopia in Children.

2017 Fighting Blindness launches collaboration with RNIB Northern  
Ireland and RNIB Scotland. The Need to Talk programme brings 
free counselling and Living with Sight Loss courses to the border  
counties of Ireland. The project is funded by the European Union’s 
INTERREG VA Programme, managed by the Special EU  
Programmes Body (SEUPB). 1111



Neasa Hourigan with her daughter Edith



My daughter Edith was born with congential retinal  
dystrophy. The condition is untreatable and degenerative. 
She has also been diagnosed with nystagmus, atrophy  
of the optic nerve, sensory processing disorder  
and dyspraxia.

Edith's diagnoses were devastating and, at the time, we were 
very worried about what the future held for our little baby. 
The lack of any possible treatment was very difficult to  
accept and it is hard to envisage when a child is small how 
they will cope into the future. Since then we have realised 
that we can only support her to navigate the world on her 
owns terms and to not accept that she should be limited by 
a disability that in many ways can be overcome where she 
and others are willing to achieve change. She is a remarkable 
person regardless of any limitations. We have high hopes  
for Edith. We think that despite her disability she is an  
extraordinary little person who could do anything in life. 

Every single visually impaired person we know (and we have 
met many in the last five years) is resourceful, determined, 
pragmatic and clear eyed in their understanding of the world 
around them. From the time of their diagnosis most visually 
impaired people have had to navigate the world as they find 
it and they are experts at adapting to challenges of all sorts. 

Visually impaired people do not expect or demand that the 
world around them change to facilitate their every need but 
that the society in which they live would attempt to meet 
them halfway. People living with disability deserve to be  
recognised and their needs considered as part of a larger 
community that would be enriched by diversity and would 
extend a caring outlook to every individual. 

Neasa, Edith’s Mum.
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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 5 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 a minimum  
of four 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 and 

 • Nominations Subcommittee. 

The executive team is comprised of a Chief 
Executive along with six departments within 
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 UK best practice Statement 
of Recommended Practice (SORP) – in the 
absence of statutory reporting standards  
for the sector in Ireland. 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 2017

Name Role Status Meetings Attended

John Acton Director Joined 20 May 2017 3

Paul Allen Director Joined 20 May 2017 3

Kevin Bowers Chairman Retired 1 June 2017 3

Brendan Buckley  Chairman  Joined 29 June 2017 3

Trish Burke Secretary Retired 20 September 2017 3

Tom Clonan Director No Change 3

Gerard Comerford Director No Change 4

Michael Griffith Director Retired 30 June 2017 5

Ronan Holahan Treasurer No Change 7

David Keegan Director No Change 3

Gerry Kerr Director No Change 7

Mary Lavelle Director No Change 7

Colette McNamee Director No Change 5

Ena Prosser Director Retired 6 June 2017 3

Company Secretary  Trish Burke (until 20 September 2017) 
 Anna Moran (as of 20 September 2017)
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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

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)
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Advocacy

Tom Clonan (Chair)
Gerry Kerr
Maureen Mason (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
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 •  

Cure
We promote and facilitate the 
development of therapies which  
are accessible to all people affected 
by sight loss. Since 1983, we have 
invested over €17 million in more 
than 90 research projects in Ireland.   

All our research will align with the following:

• Diagnostics including genetics, phenotyping 

and retinal imaging

• Therapeutics such as gene therapy, novel drugs, 

retinal implants and optogenetics 

• Cell technology and regenerative medicine 

• Population studies         
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The funding I received from the HRB and Fighting Blindness 
under the MRCG-HRB co-funding scheme has supported me 
throughout my PhD. My research involved identifying small  
molecule neuroprotectants that could rescue visual function 
in zebrafish models of retinal degeneration. One of the more 
unique benefits of this grant was the involvement of Fighting 
Blindness and whose annual meeting provided the ability to  
engage clinicians and members of the charity, showing me  
how important this research is for the people it affects.

Dr Conor Daly, Funded Researcher

Dr Conor Daly with his supervisor Prof Breandán  
Kennedy during his PhD graduation at UCD
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In addition to six on-going academic and clinical 
research projects in universities and hospitals across  
Ireland, Fighting Blindness welcomed the commencement 
of a further two new initiatives in 2017. Some of the 
research areas supported throughout the year are 
outlined below:

→ Target 5000 aims to genotype 

and phenotype all individuals 

living with inherited retinal  

degenerations.

→ Identifying unknown genetic 

causes of inherited retinal  

degenerations.

→ Increasing our understanding 

into the molecular mechanisms 

behind sight loss conditions.

→ Advanced imaging technology 

for improved assessment and 

diagnosis of retinal disease.

→ Identifying new therapies that 

have the potential to slow,  

reverse or prevent progression 

of disease.

→ Clinical trial designed to  

assess new treatment to  

prevent myopia (short- 

sightedness) in children.

→ Public and Patient Involvement 

(PPI) in research.

→ Raising awareness and  

providing information to  

people affected by sight loss.

i

22 Fighting Blindness Annual Report 2017



The Fighting Blindness Medical and Scientific 
Advisory Board (MSAB) consists of Irish and 
international experts in the fields of science 
and vision research. Chaired by Prof Robin 
Ali of University College London, the MSAB 
plays an invaluable role in advising the

Fighting Blindness Board of Directors  
by appraising new grant applications and 
monitoring on-going research projects.  
It offers counsel on research policies and 
strategy, as well as ensuring that the  
quality of our research is maintained.

Through its international research network,  
Fighting Blindness is working to ensure  
patients in Ireland have access to the  
very best sight saving technology.

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

Fighting Blindness Medical and Scientific Advisory Board  
at Retina 2017. Prof John Flannery, Prof Alberto Auricchio,  
Dr Laura Brady (Research Manager), Prof Joseph Carroll,  
Dr Melissa Jones (Research Officer), Prof Robin Ali.
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Gateway to Vision for Irish  
Inherited Retinal Degenerations

This is one of our most ambitious but critical 
undertakings to date. Target 5000 aims to 
phenotype and genotype all individuals on 
the island of Ireland living with an inherited 
retinal degeneration (IRD). 

In 2017, Target 5000 entered its fifth year. 
Initially established as a research project, it 
has now grown into a larger, multi-discipline 
programme delivering a vital clinical service. 
Throughout the year, progressive steps were 
taken to lay the foundations necessary for a 
truly patient-centric care pathway. With that, 
we are pleased to report on encouraging 
milestones achieved in 2017.

Clinical Arm of Target 5000

It was an extremely busy year for Target 
5000 clinics across all three sites: Royal  
Victoria Eye and Ear Hospital Research 
Foundation (RVEEH), Mater Misericordiae 
University Hospital (MMUH) and Belfast 
Health and Social Care Trust (BHSCT). 

Ethical approval was received for the  
recruitment of minors, marking a positive  
step forward for families with children  
affected by IRDs. The launch of Ireland’s 
first Eye Clinic Liaison Officer (ECLO) at IRD 
clinics was launched as a pilot program in 
the Mater Hospital. This resource, supported 
by NCBI, provides information to patients 
on the various supports and technologies 
available to them. 

Mr David Keegan and Dr Paul Kenna

Target 5000 is a headline  
project for Fighting Blindness  
as it is at the core of everything 
that they do. Once we have  
that phenotype and genotype 
information from the patients  
we can start directing them  
towards therapies.

Mr David Keegan,  
Target 5000 clinical lead at  
Mater Misericordiae University  
Hospital Dublin

Target 5000
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Research Arm of Target 5000

The dedicated and experienced research 
team at Trinity College Dublin continued  
to build on their work in the genetic  
characterisation of individuals in Ireland with 
IRDs. In addition to analysing new samples 
with next generation sequencing (NGS)  
technology, many more underwent alternative 
sequencing techniques and reanalysis using 
updated software tools. A number of novel 
variants were identified and subjected to 
further investigation as to the likelihood that 
they play a role in retinal degeneration.

Communication to  
Target 5000 Participants

The multi-disciplinary team met quarterly  
at Fighting Blindness offices. Increased  
communication to participants in a timely 
manner was a key area of focus. Until now, 
an ophthalmology-specific genetic counsellor 
did not exist in Ireland. Funded by Fighting 
Blindness, this newly established appointment 
will commence in 2018 and greatly assist in 
accelerating the delivery of important genetic 
information back to individuals and their families.

249
individuals recruited to 

 Target 5000 in 2017

200
new DNA samples  
sequenced at TCD

140
Positive research grade  

results clinically validated

3

%

Known genetic cause of  
disease identified in

68
of samples 

Clinical Fellows 
trained in the area 
of inherited retinal 

degenerations

254
IRD genes on target  

capture panel
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Prince Sunil Thomas presents 

his retinal imaging studies 

at Retina 2017.

Dr Niamh Wynne presents her clinical 
research at ARVO 2017, Baltimore, USA.

Dr Niamh Wynne is a Target 5000  
Clinical Fellow funded by Fighting Blindness 
at the Royal Victoria Eye and Ear Hospital 
Research Foundation. Based on her work 
here, Dr Wynne was awarded a MSc  
with distinction by the University of Ulster  

for her dissertation entitled ‘Genotype- 
Phenotype Correlations of patients given 
a diagnosis of Congenital Stationary Night 
Blindness (How Stationary is Congenital 
Stationary Night Blindness?)’

Developing Adaptive Optics in Ireland

Fighting Blindness was involved in  
coordinating an exciting opportunity for 
young researchers in Ireland to travel to the 
US and undertake a summer scholarship 
at the Medical College of Wisconsin. Prince 
Sunil Thomas a postgraduate student at 
UCD spent three months working under 
the supervision of Prof Joseph Carroll and 
trained extensively in the use and application 
of adaptive optic technology. Adaptive optics 
aims to improve detection, diagnosis,  
and management of retinal eye disease. In 
May 2017, Fighting Blindness helped fund 
technology which will upgrade a broader 
piece of equipment at the Mater Hospital 
called a scanning laser ophthalmoscope 
(SLO) system and greatly enhance its  
functionality to image individual  
photoreceptors. 
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Fighting Blindness Commits to  
New Research Initiatives in 2017

Fighting Blindness have committed to the 
funding of an international collaboration 
between Prof Jane Farrar at TCD and Prof 
Frans Cremers at Radbound University,  
The Netherlands. Together these two  
groups will develop new techniques and 
models to ascertain the genetic cause of 
inherited retinal disease in complex and  
unknown cases.

A second project under the Irish Research 
Council Enterprise Partnership Scheme led 
by Prof Breandán Kennedy at UCD will focus 
on creating and examining zebrafish models 
of inherited sight loss conditions such as 
Stargardt disease and Leber congential  
amaurois (LCA). 

We wish all our researchers every success  
in their work over the coming years.

Rebecca Ward pictured with  

Dr Laura Brady (Research Manager)

I am pleased to have the opportunity 
to work with Fighting Blindness as  
part of my PhD programme.  
The prospect that my research  
could contribute to restoring  
arguably the most important  
sense is incredibly exciting.

Rebecca Ward, 
PhD Student at UCD

92
of survey responders 

value the Fighting Blindness  
mission to support research 

that has the potential to slow, 
stop or reverse progression 

of disease

%

Prof Frans Cremers, Nijmegen

For more about our research visit www.fightingblindness.ie/research
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Raising Awareness and  
Promoting Understanding

Fighting Blindness funded research  
contributes to the international understanding 
of retinal disease and sight loss conditions. 
Enthusiastic and active efforts were made  
by scientists and clinicians to share results  
of their work to both the scientific and  
wider community:

8 research publications

2 interviews on 
national television

13 radio interviews

7 newspaper articles

1 Summer School  
for secondary school 
students

10 Things to Know About…  
Genetics Series’ 

In December, Fighting Blindness were  
featured on Irish television in a series which 
showcased the best in Irish scientific  
research series entitled ‘10 Things to Know 
About… Genetics’. The series spoke with 
Target 5000 research lead, Prof Jane Farrar 
and the exciting prospects for ocular gene 
therapy. The series also met with Michael 
Griffith, one of the original founders of  
Fighting Blindness in the 1980s.  
The series acknowledged the significant  
role that Fighting Blindness played  
in initiating retinal research in Ireland.

For more about our research visit www.fightingblindness.ie/research

Michael Griffith and 
Aoibhinn Ní Shúilleabháin
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RETINA 2017

RETINA 2017, our annual ophthalmology 
gathering, took place in Dublin last  
October to coincide with World Sight Day. 
The conference serves to raise the profile  
of retinal research and promote a spirit of 
education, partnership and collaboration 
among scientists, clinicians, patients,  
industry, government and regulators.  
More than 400 people were in attendance.

Recognising initiatives that make a  
positive contribution to the patient and 
clinical community, the Retina conference 
was awarded ‘Best Educational Meeting 
of the Year’ at the Irish Healthcare Awards 
in November 2017. This is evidence of the 
tremendous dedication by the team over  
the years to ensure its continued growth  
and relevance.

Fighting Blindness would like to thank all 
those who contribute to the success of  
the Retina conference, especially our main 
sponsors Novartis.
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Support 
Coping with sight loss can be a struggle. 
There are often strong emotions that 
follow on from a diagnosis. People can 
experience anxiety, frustration, fear,  
anger and depression when faced  
with sight loss. 

These are normal reactions and  
most people experience some level  
of difficulty. Whether the onset of  
sight loss comes unexpectedly or  
progressively over time, the sense  
of fear and loss can be traumatic.  
That’s why the existence of the  
Fighting Blindness Insight Counselling 
and Support Service is so important  
for people at a time when they may be 
feeling distressed.
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Angela pictured with her family, ahead  
of the Cork Evening Echo Mini Marathon

I was diagnosed with a degenerative retinal disease called  
Stargardt disease about six years ago when I was pregnant with my 
third child. It was a shock and I wasn’t prepared for the news  
as nobody in my family had ever been diagnosed with a visual  
impairment before. The condition didn’t really change my life too 
much until I was no longer able to drive safely and had to stop.  

It was a devastating blow and a huge game changer. I lost my  
independence, confidence, and I had to face up to my disability  
and try to come to terms with it. I was struggling massively when  
I heard a radio ad for Fighting Blindness counselling support service, 
I bit the bullet there and then and called them. I met a wonderful 
counsellor who helped me more than I can express and continues to 
help and support me and my family when we need it, I can honestly 
say that Fighting Blindness changed my life and that they saved me.  

I needed to meet people who had the same struggles as me,  
needed to find “people like me” who understood the challenges, 
they welcomed me and supported me and helped me to find  
a place where visually impaired is normal! I am eternally grateful  
and a huge supporter of this amazing, empathetic, supportive and  
encouraging group of people, who change lives and always  
with a smile and warmth.

Angela Ginnell 
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In 2017, Insight Counselling provided:

• 521 hours of face-to-face therapy

• 360 hours of telephone counselling support to people 
affected by sight loss 

• 22 support group sessions in Dublin and Cork.

• 40 Mindfulness Group gatherings

As well as providing counselling to people both directly and  
indirectly affected by sight loss, our services include the  
Exchange Clubs, based in Dublin and Cork, and the Visionaries 
School of the Arts. The Exchange Clubs are groups where  
people share their knowledge and experience to build competency 
around assistive technology. 

The Visionaries School of the Arts is a vital quality of life initiative, 
where we offer people an opportunity to explore their creativity 
through engagement with the arts. In 2017 our weekly choir,  
comedy improvisation group, creative writing classes, musical  
instrument lessons and art classes were thoroughly enjoyed by  
the participants. The choir showcased their varied repertoire  
at four performances over the course of the year.

Paintings produced by members of the Visionaries Art Class 

Artists: Sinead McDonagh, Joanne Grogan and Monique Parnis
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Annabelle learning piano at the Visionaries School of the Arts

Special thanks for the significant contribution by Cearbhall 
O’Meadhra, Albert Brown, Derry Walsh, Ken Walsh (Dublin and 
Cork Exchange Clubs), John Acton, Paul Griffith (Mindfulness 
Group) and Helen Sexton (Visionaries School of the Arts),  
as well as our tutors.

Huge thanks to the IGDA, their CEO and staff in Balincollig Cork 
for facilitating the Cork Support Group, and to Cork City Library 
for facilitating the Cork Exchange Club.

We would also like to thank and acknowledge long standing staff 
member Ann Cooke, who has moved to pastures anew after 14 
years of commitment and dedication to the counselling service. 
We wish her the very best of luck with the new role.

Thank You
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Need to Talk

Significant developments in 2017 include our collaboration with  
the Royal National Institute of Blind People (RNIB) on launching  
a new cross-border initiative ‘Need to Talk’. This project has been 
supported by the EU’s INTERREG VA Programme, managed  
by the SEUPB.

Need to Talk offers two key components of emotional support:

 • Living with Sight Loss Courses – to support people adapting 
to life with sight loss. These courses explore a range of topics 
covering mobility and daily living; emotional support and  
wellbeing; eye health and peer support. 

 • Therapeutic Counselling – will help people explore the  
emotional impact of sight loss. Delivered through free, confidential, 
online (email, instant messaging and video conferencing)  
telephone and face to face counselling by trained counsellors. 

The project is working across Donegal, Louth, Cavan, Sligo, Leitrim 
and Monaghan, Northern Ireland and Western Scotland, with a 
specific focus on providing support to those living in more rural 
areas, where access to public transport and other support services 
can be limited.

If you or someone you know is struggling with sight loss and  
is in need of support, please don’t hesitate to get in touch with  
the team on 01 674 6496.
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I first noticed it about 2010 when I was driving, doing country  
driving on a very narrow road in Donegal at night. I really found  
that I was just struggling to see where the corners of the road were. 
I was aware that it might happen as it was in my mother’s side of the 
family quite strongly, herself and her two siblings were affected and 
my grandmother as well.

I think it’s really important to use the supports that are there.  
I remember thinking initially ‘I’m fine I don’t need counselling or  
anything like that’ but counselling takes lots of different forms.  
It’s really being able to avail of the services that are available.  
What I really did get out of the Need to Talk course was listening  
to other peoples’ stories and what their problems are and their  
frustrations and how they’re coping with it and so on.

Des Keaney

Des Keaney with his wife Sonja
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Empower
One of our core goals is to empower 
people affected by sight loss to be 
active partner in all aspects of vision 
research and healthcare, and to  
advocate for themselves in their  
day-to-day lives.

Nothing about us, without us.

36 Fighting Blindness Annual Report 2017



%

Membership Survey 2017 

Having established a committed advocacy 
function in 2016 the department launched  
its strategy in early 2017. A key aspect of 
this was a commitment to conduct the first 
ever Fighting Blindness Membership Survey. 
This work began in earnest in March 2017 
and was completed in October with the  
publication of the final report.

The survey was a huge 
success with 

350
respondents sharing their 
views on a range of issues 
from access to healthcare, 

emotional wellbeing, quality 
of life, treatment options, 

genetic testing and 
clinical trials.

Target 5000

The survey highlights the importance of 
Fighting Blindness’ work for people living 
with rare retinal conditions. For example, 
when it came to genetic testing 49% of 
respondents reported having had a genetic 
test. However the study also showed that 
29% of people tested have not received 
any results. On a more positive note 80% 
of those who received a genetic test had it 
carried out as part of Target 5000.

80
of people who received 

a genetic test had it carried 
out as part of Target 5000. 

The latter figure underscores the importance 
of the work of Fighting Blindness for  
people living with rare retinal conditions.  
In particular the Target 5000 initiative shows 
how innovative thinking coupled with  
targeted scientific programmes can assist 
patients and researchers to gain a better 
understanding of rare conditions. The recent 
appointment of a genetic counsellor to the 
Target 5000 programme is another step in 
the right direction and will go some way to 
speeding up the process. The appointment 
was one of the key recommendations of the 
2017 Membership Survey and illustrates the 
value and importance of such research. 
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Insight Counselling Service

The survey identified a need for greater  
access to support services and the  
importance of quality of life issues for people 
with vision impairment. For example, when  
it came to support services, under half of  
all respondents said they were referred to a 
service on diagnosis. However, considering 
that 80% reported feelings of uncertainty, 
and 70% said they felt anxious and  
experienced stress and depression, the  
figures are very worrying. This highlights  
the importance of the Insight Counselling 
Service and the need for greater investment 
in the area.

80
of survey respondents reported 

feelings of uncertainty.

70
 said they felt anxious 

and experienced stress 
and depression.

Quality of Life

When it came to quality of life, respondents 
said the impact of vision loss was greatest in 
terms of access to the labour market, career 
advancement, everyday tasks, mobility and 
leisure activities. The correlation between 
quality of life issues and a person’s overall  
well-being is particularly important. The 
survey data shines a light on this important 
area, about which there is a notable absence 
of research. 

In the months and years ahead it is  
anticipated quality of life issues will become 
increasingly important in debates and  
discussions around access to medicines. 
Ensuring patient access to cures raises  
significant issues for Fighting Blindness.  
This is due to a striking lack of reliable data 
on the quality of life of people living with rare 
eye conditions. This cohort of approximately 
5,000 people which  Fighting Blindness  
represents deserve to have the strongest 
possible case made on their behalf when 
new and innovative treatments and  
therapies come up for reimbursement.

%

%
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Strategy 2020

Other aspects of the 2017 Advocacy Strategy 
such the development of advocacy tools and 
materials and the on-going engagement with 
like-minded stakeholders are now embedded 
in the day-to-day work of the portfolio. 
For example, Fighting Blindness is actively 
involved with the Irish Platform for Patients 
Organisations, Science and Industry  
(IPPOSI), The Medical Research Charities 
Group (MRCG), The Rare Disease Taskforce, 
The National Vision Coalition (NVC) and  
Retina International. This work is particularly 
important and is part of an increased focus 
on public and patient involvement in  
research activities. Fighting Blindness is now 
actively involved in cutting edge debates and 
discussions about policy decisions regarding 
access to new therapies and data protection. 
Strategy 2017 met the targets it set and  
as a result opened up a whole new set of 
challenges for the organisation.

The 2017 Membership Survey is a significant 
first step in the right direction. The survey  
revealed important insights into the issues 
impacting people’s lives. However like all 
good studies it highlights the need for  
in-depth research that focuses on the  
impact of treatments and cures on the  
socioeconomic and general wellbeing of 
people living with rare eye conditions, and 
the potential savings of such innovations  
for the exchequer. 

Since its foundation Fighting Blindness  
has been to the forefront of funding and 
supporting cutting edge scientific research. 
On-going pressure on public health  
spending and increased competition for  
access to treatments and therapies for  
people living with rare conditions has  
dramatically altered the debate around drug 

reimbursement. If Fighting Blindness is to be 
an active and influential actor in this process 
it too must collect up-to-date reliable data 
and produce a scientifically sound profile of 
its rare disease community. With this in mind 
we are putting a research plan together that 
will best equip the organisation to represent 
its members interests in the years ahead.   
This work is of critical importance and  
Fighting Blindness will not be found wanting.       

Access to Medicines

On 17 November 2017 Santhera submitted 
its dossier for Raxone in LHON to the  
National Centre for Pharmacoeconomics 
(NCPE). As part of this process Fighting 
Blindness completed a Patient Interest 
Group Submission document in support  
of reimbursement of Idebenone (Raxone). 
The completed form was submitted to the 
NCPE in January 2018 and we await their 
final decision on the matter.

The announcement in the New Year by 
Spark Therapeutics of FDA approval for  
Luxturna, a one-time gene therapy treatment 
is good news. However while the company’s 
plans to improve patient access to the 
treatment is welcome it does raise issues for 
Fighting Blindness around the management 
of patient expectations. 

In the months and years ahead as new  
treatments and therapies gain approval 
these issues will become of critical  
importance. 

This highlights the need for an increased 
focus on reliable quality of life data and for 
Fighting Blindness to develop a strategic 
strategy for on-going political engagement  
at both EU and national level.
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Shortly after the founding of the patient organisation Fighting  
Blindness in 1983, then called RP Ireland, I became a member  
and over time served on the Board of Directors, and on both the 
Management and Research Committees. The Research Committee 
was a multi-disciplinary group and our role was to conduct  
independent peer reviews of applications for research funding  
and advising the main committee of a proposal’s suitability  
or otherwise. During my time on various group activities and  
committees over the past 34 years, I have gained a very good 
knowledge and understanding of the diverse needs and wishes  
of our community.  

My aim in participating in this course is to help improve patient  
involvement in research to create an active and meaningful  
partnership between the people living with a condition and those 
researching it.  By taking part in this training I hope to support  
Fighting Blindness in its goal of ensuring that the real-life  
experiences of people are considered in the decision-making  
processes around health research and healthcare. 

Gerry Eastwood

EUPATI Patient Expert  
Training Course

EUPATI is a European wide project that aims to provide training  
for patients and patient advocates in medicines research and  
development. One Fighting Blindness member, Gerry Eastwood, 
was successfully selected to participate in this round of the  
EUPATI Trading Course. Gerry has been involved in Fighting  
Blindness for many years and we are delighted that he will  
represent the organisation and the entire vision community  
at a national and European level through the EUPATI network. 
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Sight loss affects my family in a big way. I have been part  
of the Fighting Blindness team before and after I became  
visually impaired. For me, Fighting Blindness is a light in  
a dark place, the friendly voice at the end of a phone and  
the reassurance that there is a support network that  
understands what I am going through.

Christine Weafer

Raising Awareness

Fighting Blindness presented at and attended 
17 other key events including the Retina 
International World Congress in Taiwan, the 
Irish College of Ophthalmologists Annual 
Meeting, and the European Rare Disease 
Organisation (EURORDIS) annual meeting. 

Another important part of our education and 
outreach activities are regional Information 
Events. In 2016 we held six events in Cork, 
Galway and Dublin. Dundalk Info Event, March 2017 

Christine and her family, Mini Marathon 2017
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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 their generosity 
and determination.

We are incredibly grateful for the 
exceptional commitment and support 
from the community, companies and 
volunteers in 2017.
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People Powered 
Fundraising
Looking back over the year there 
were multiple imaginative activities 
and exciting events undertaken  
by our fundraisers. Our work could 
not continue without this. Special 
thanks to all who help make our 
mission possible.

From Mallow to Mexico our 
Community Champions were 
busy this year - 40,000km 
was travelled for walks, runs, 
treks, cycles, swims and sky 
dives during 2017

7,944
volunteer hours 

102 
events organised in aid  
of Fighting Blindness

40
companies donned their  
denims in September and 
supported Jeans for Genessupporter took part across 

these events

The super cyclists  
taking part in the  
Barty Mullane  
Cycle raised 

€12,748

1,086

€20,000

The 350 people who ran,  
jogged and walked the  
Glendalough Trail in  
November raising  
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Team Work to Make the Dream Work

During 2017 Fighting Blindness collaborated 
with other charities and organisations to 
increase our impact and together make a 
bigger difference. 

We joined forces with the Keith Duffy  
Foundation to work together and raise much 
needed funds. In this year we are delighted 
to have received €33,000 which was raised 
from a variety of events including the Keith 
Duffy Golf Classic and Annual Christmas 
Ball. We are so grateful and honoured to 
work with Keith and his dedicated team  
at the Keith Duffy Foundation.

In November Fighting Blindness and NMH 
Foundation “Helping Holles St” teamed up 
to launch The RetCam Appeal to raise funds 
for a new Retinal Camera for the neonatal 
unit at the National Maternity Hospital. It will 
screen approximately 5,000 babies over the 
next 10 years and ultimately help save the 
sight of 300 babies born at risk of retinopathy 
of prematurity (ROP). We are on the way to 
funding the equipment with €31,000 raised 
by the end of December 2017, thanks to our 
generous donors. 

The campaign picked up momentum by 
featuring the campaign patron, actor James 
Nesbitt recording a short video, taking part 
in media including the RTE 2FM Eoghan 
McDermott Show and the Late Late Show.  
Aisling McNasser, mother of Blake who was 
born premature at the National Maternity 
Hospital bravely shared Blake’s story. Huge 
thanks to all who have supported so far, we 
are hopeful with your help we can reach our 
goal in the year ahead.

Company Heroes

We are very grateful to the companies who 
have gifted both time, funds and resources to 
Fighting Blindness during 2017 and beyond, 
including Alimera Sciences, Allergan, AlClan, 
Bayer, BioSciences, Costcutters, Ely Wine 
Bars, ICON, Irish Medical Journal, Novartis, 
Monument Trustees, JCDecaux, The Hospital 
Saturday Fund, Spark Therapeutics,  
Starbucks, Tennant and Ruttle, The Iris 
O’Brien Foundation, VSP Vision Care.

Special thanks to Novartis, Bayer  
and Allergan for their outstanding  
investment and belief in the work  
and mission of Fighting Blindness.

Fighting Blindness supporters Keith Duffy and his 

son Jay at the Costcutter Father and Son Run
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Fighting Blindness supporters Deborah and Adrian Heffernan 

taking part in their fourth Glendalough Trail in 2017  

Photo courtesy of Action Photography 
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Two years ago, every pregnant parent’s worst nightmare  
happened. I went into labour with my twins at only 25 weeks. 
Kailum and Blake were born in a critical condition. Tragically 
my lovely Kailum passed away, and Blake was given very little 
chance of survival. Over the next few weeks, as Blake struggled 
to survive, I kept a vigil at his incubator. I wanted to hold him,  
but he was too fragile. Eventually he began to stabilise and I  
was finally able to enjoy cuddling him, but the worries  
weren’t over. 

The doctors knew Blake was at high risk of a dangerous  
condition called retinopathy of prematurity (ROP) which can  
lead to permanent sight loss. They kept a constant eye on him, 
scanning him for signs. But then they came and told us what  
we had feared the most. He had stage III ROP, which meant he 
had to have surgery to try and save his sight. He was only three 
months old, and still not much bigger than my hand.

After the surgery I was really shocked to see him back on oxygen 
and struggling. It had been a tough operation. Gradually though,  
he improved and we were told the surgery was a success.  
Blake’s sight was saved. I can’t tell you how that felt.  

Aisling, Blake’s mum
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Communications
The Communications Department  
supports the Fundraising, Research, 
Counselling, Advocacy and Management 
teams to help maximise impact of all  
our activities to generate awareness  
and promote understanding of the work 
of Fighting Blindness.
This is achieved 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.

25 
newsletters  
/ ezines

7 
Videos

259 
mentions in  
the press

172,692
visits to our website, with diabetic retinopathy,  
AMD and RP the most popular content.  

>

Facebook
4,601 likes

Twitter
8,147 followers

Instagram
782 followers

LinkedIn
243 followers 
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Due to the prevalence of mobile technology 
it was identified that a new mobile-friendly 
website was necessary to ensure  
www.FightingBlindness.ie remained fully 
accessible to all visitors to the site. The  
Allergan Foundation kindly granted funding 
to develop a new responsive website which 
will be launched Summer 2018. We are 
hugely grateful to the Allergan Foundation  
for making this possible.

In 2017 Fighting Blindness were delighted  
to be chosen as one of the JCDecaux  
charities of choice. This partnership will  
enhance our communications and raise 
awareness of our work nationwide.  
JCDecaux will donate a significant amount  
of outdoor advertising space to promote 
Fighting Blindness and reach new  
communities around Ireland.

Fighting Blindness RetCam Appeal poster  

displayed in Camden St. Dublin

We are very pleased to be in a position to partner with  
Fighting Blindness in 2018 and 2019. We are looking forward  
to using our formats to increase awareness on a national  
basis of the key issue of sight loss in Ireland. 

Tony O’Flanagan 
Marketing Director, JCDecaux 

49



Fighting Blindness both organised and participated  
in a variety of events and campaigns to promote  
our work and mission, including Rare Disease Day,  
the Retina Conference, Dundalk Information Event,  
the Irish College of Ophthalmologists Conference,  
UCD Summer School, RDS exhibitions, shows  
and many more.

AMD Awareness Week

One significant and exciting collaboration is the annual AMD 
Awareness Week, a nationwide health initiative driven by Fighting 
Blindness, NCBI, the Irish College of Ophthalmologists (ICO), the 
Association of Optometrists Ireland (AOI), and Novartis Ireland, 
celebrated its tenth year in 2017.

World renowned photographer Barry McCall worked with four  
individuals to create a narrative about life with AMD with real  
people at its centre, telling their own story. He captured each  
individual’s passion as seen through their eyes to show how  
AMD has impacted their life. This campaign was both emotive  
and educational, while encouraging the public to get an AMD test.

AMD Week Organising Committee
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We fight every day to make sure people living with sight loss  
are treated, supported and empowered in the best possible way.  
Each year we recognise those who make outstanding contributions  
to our work. 2017 saw three amazing people win our annual awards: 

Cure

The Geraldine Duggan Award is presented 
to the up and coming investigator who 
displayed the best abstract and poster at 
the annual Retina Conference. This was 
presented to Kelly Mulfaul, a PhD researcher 
at Trinity College Dublin. Working under the 
supervision of Dr Matthew Campbell, she 
presented work where the group have used 
an oxidative model of retinal degeneration  
to show the protective effect through the 
inhibition of a membrane protein that plays  
a role in the immune response. 

Support

The Anne Byrne Memorial Award was  
presented to Helen Murphy who has done 
so much to raise the profile of Insight  
Counselling and Fighting Blindness.  
Huge thanks to Helen for sharing her  
personal story of sight loss with the press, 
for fundraising and for our recent impact 
video. By telling real stories we can share  
the impact of people’s support and raise 
much needed awareness of the challenges 
of sight loss. 

Empower 

Athlete Sinead Kane was the worthy recipient 
of the 2017 Paddy Byrne Empowerment 
Award. In January Sinead became the first 
athlete with vision impairment to complete 
the World Marathon Challenge — seven 
marathons on seven continents in  
seven days.

Helen Murphy, winner of the 

Anne Byrne Memorial Award 2017
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We share stories to 
bring people together
Fighting Blindness ambassador and rugby 
player Shane Byrne shared his personal 
family story ahead of World Sight Day 2017.

Fighting Blindness has always been a cause close 
to my heart. My grandfather, who was a surgeon, 
tragically lost his sight and hearing in his early 40’s. 
He was performing surgery and developed a serious 
infection after an accident. Unfortunately the  
medication was over prescribed and as a result he 
lost two very precious senses. But he didn’t let it 
stop him. He went on to become the worlds’s first  
visually impaired physiotherapist and had another 
very successful career. He continued playing golf 
with the help of his wife – and even used to dive off 
the 40ft in Dun Laoghaire with one of his friends!

Shane Byrne 
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Financial 
Statements
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Introduction
The financial outcome for 2017 is laid  
out in the ‘Statement of Financial Activities’  
on page 57 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 
2017 is €928,402.

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

Restricted reserves (€150,204) 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 (€778,198) 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 2018

 • 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 2018 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 2017 Fighting Blindness has an operations 
deficit of €135,090 (2016 Surplus €778,395)

The gross income for the year was 
€1,935,710 (In 2016 Fighting Blindness 
reported income of €2,797,862) The main 
contributory factory to this variance was the 
proceeds that accrued to Fighting Blindness 
in 2016 arising from the sale of Genable 
Technologies Ltd to Spark Therapeutics. 

Our funding in 2017 is broken 
down as follows:

Grants/Corporate support  26%

Fundraising and Investment income  74%

The investments made into 
the three priorities were:

Cure (Research) €583,456 (62%)

Support (Counselling) €229,250 (24%)

Empower (Advocacy) €135,553 (14%)

The annual financial statements 
2017 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

62%

24%

14%

74%

26%
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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 2017

  Unrestricted Restricted Total Total
  Funds Funds  
  2017 2017 2017 2016
  € € € €

Income
Donations and legacies  273,630 191,831 465,461 391,030
Other trading activities
Private members draw  1,001,508 — 1,001,508 930,513
Fundraising  138,946 7,500 146,446 132,502
Income from Investments  226 — 226 996,294
Charitable activities:
Research  5,608 170,450 176,058 224,679
Counselling  8,280 137,731 146,011 122,844

Total income  1,428,198 507,512 1,935,710 2,797,862

Expenditure on Raising funds  1,076,761 26,277 1,103,038 993,201  

Expenditure on Charitable activities
Research  463,006 120,450 583,456 670,952  
Counselling  85,971 143,279 229,250 219,556  
Advocacy  68,251 67,302 135,553 135,758  

Total Expenditure  1,693,989   357,308 2,051,297   2,019,467  

Net income/(expenditure) for the year  (265,791) 150,204 (115,587) 778,395

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

Net movement in funds for the year  (285,294) 150,204 (135,090) 778,395

Reconciliation of funds
Balances brought forward  
at 1 January 2017  1,063,492  — 1,063,492 285,097  

Balances carried forward  
at 31 December 2017  778,198 150,204 928,402 1,063,492
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Fighting Blindness (A company limited by guarantee, not having a share capital)

BALANCE SHEET
for the year ended 31 December 2017

    2017 2016
      € €

Fixed Assets
Tangible assets    8,573 15,899

Current Assets
Debtors    380,266 331,534
Cash and cash equivalents    1,233,012 1,336,042

    1,613,278 1,667,576

Creditors: Amounts falling 
due within one year    (693,449) (619,983)

Net Current Assets    919,829 1,047,593

Total Assets less Current Liabilities    928,402 1,063,492

Funds
Restricted funds    150,204 —
General fund (unrestricted)    778,198 1,063,492

Total funds    928,402 1,063,492

58 Fighting Blindness Annual Report 2017



Looking forward: 
Fighting Blindness 
Strategy
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Time for a New Strategy

The last strategic review undertaken by 
Fighting Blindness took place in 2012,  
titled Vision for the Future. 

From this process Fighting Blindness  
developed a new mission statement and 
identified its three core objective pillars, 
which we embedded into our strapline: 

Cure, Support, Empower. 

From this we then rebranded the  
organisation with a new logo and brand 
guidelines to assist in bringing the charity 
into further recognition. This strategy has 
been a useful guiding and development 

resource, but we now face new challenges 
and opportunities as therapies begin  
to emerge on the market. It is therefore the 
appropriate time to evaluate and strategise 
the future direction of the charity.

We envisage creating a similar quality  
document arising from this process which 
could be used for engaging with our  
members and those we represent,  
lobbying the decision makers, building  
donor commitment and as a way of  
showcasing the important and innovative 
work that the charity is doing.
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The Consultation Process

During 2017 Fighting Blindness began a  
process of consultation with its stakeholders 
to discover what these collective groups 
would like to have achieved on behalf of the 
organisation’s members by 2020. To inform 
the process a series of meetings have now 
taken place involving the executive, Board 
and members.

In addition to the meetings we have also 
concentrated on the feedback garnered  
from our members through our two most 
recent surveys:

 • Your Chance To Shape The Future    

 • The Identification of Research  
Priorities of those Living  
with Sight Loss

Furthermore we have researched the work 
and development plans of the other main 
charities in this sector in Ireland together  
with meeting some of our equivalent type 
organisations operating in the UK.

In addition meetings were held with the  
Target 5000 Steering Group and MSAB.

Whilst this concluded the formal process  
of consultation, we would be keen to  
encourage any member who has not yet  
had the opportunity to contribute to the  
process to feel free to do so by contacting 
the CEO of Fighting Blindness directly.

The various consultative processes were 
facilitated by Dermot McCrum of Strand 
Communications.

Next Steps

The next stage of our deliberations will 
involve collating the valuable contributions; 
examining the opportunities and challenges 
facing the charity sector and exploring the 
ambitions for mission fulfilment in the best 
interest of our members.

Fighting Blindness has offered 
me support and the vision of a 
cure. It may not affect me but 
I do believe for sight loss, for 
macular degeneration, there 
will be treatments in a number 
of years' time and there will be 
therapy that will stop conditions 
progressing.

Gerry Kerr
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Thank you. 
We are Fighting Blindness 
but we do not fight alone. 
For every person, group and 
company who has stood with 
us and the community we 
serve over the last year we 
thank you.
 
Our work would not be 
possible without you.
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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


