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We are here for you.
Fighting Blindness fights 
for you and with you 
to cure blindness, support those 
with visual impairments and ensure 
your voice is heard. 

Cure
Support
Empower

We are Irish-formed and member-led.
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Reflecting on the year gone by, I am pleased to 
report that the organisation has continued to move 
forward as it, in common with many others in the 
Charities sector, has faced some difficult and  
challenging times. During 2016 Fighting Blindness 
handled some very significant changes as well as 
celebrating the next stages in our ambitious goals. 
Kevin Whelan joined the organisation as CEO in 
March and since then has made definite strides  
forward in securing corporate partnerships.  
He has also succeeded in further developing the  
various departments including research, advocacy 
and communications. 

Our long-term research investment in what was the original Fighting 
Blindness funded project in Trinity College Dublin made dramatic 
progress when Genable Technologies Ltd was bought by Spark 
Therapeutics. To see this exemplary project move definitively  
towards therapy, and therefore closer to patients, is thoroughly 
satisfying and rewarding for all those who have worked so hard in 
their careers to make that vision a reality. The financial benefit that 
accrued to Fighting Blindness from the sale of Genable provides  
an opportunity to further our strategic objectives. This provided  
a prime example of the power of patient involvement and how  
patient-led research can make a real impact in the development  
of therapies.

Our goals as always fuel our motivations, decisions and actions 
as we seek to cure blindness, support people who are living with 
sight loss, and empower patients. To that end, we are pleased to 
report that our investments across these three pillars have exceeded  
previous years and produced some tangible achievements.

Chairman’s 
Report 
2016
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35%

Cure

A tremendous investment into research was made in 2016 with 
€670,952 directed into this stream. This reflects our commitment 
to tirelessly pursue every avenue which has a realistic chance of 
leading to a therapy. During 2016 we funded eight laboratory based 
projects investigating the causes and pathways of degenerative 
sight loss. Target 5000 grew rapidly with a satisfactory status  
now of 1,400 participants and we continue to closely work on  
this initiative to ensure that it is progressing as quickly as possible. 
We are also continuing to support clinical fellows in Dublin hospitals 
which will in time translate into four new ophthalmologists  
specialised in the area of inherited retinal disease. Our annual  
Retina conference continues to be a leading event and to grow.  
It had its most successful production to date in November 2016 
with 500 participants over the three day event.

Support

We invested €219,556 into the Support pillar of our organisation  
in 2016. The Insight Counselling Service continues to grow and 
diversify in the types of support available to people living with sight 
loss. The telephone support service in particular has been well 
received as it allows for national reach and inclusion and we are 
pleased to report that 35% of clients are now using this scheme.

The Visionaries School of the Arts has enabled the service to begin 
operating through creative therapies such as music, writing and 
comedy. Participation and performance has been a highlight for 
many clients.

In 2016 Fighting Blindness was selected as a partner on a  
new initiative entitled “Need to Talk”. This project will concentrate 
on the border county regions and will increase the amount of  
support Fighting Blindness can deliver. This project has been  
supported by the EU’s INTERREG VA Programme, managed  
by the Special EU Programmes Body (SEUPB).
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of clients using 
telephone counselling  
service
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Empower

The Empower element of our work has been significant this  
year, with €135,758 invested in the areas of advocacy and  
communications. Great momentum has been built through our 
partnership with other vision groups in the National Vision Coalition 
and we continue to work together to advocate for better healthcare 
and support services for everyone living with vision loss. As part  
of the Rare Disease Taskforce we remain dedicated to the full  
implementation of the National Rare Disease Plan and are  
represented on the National Clinical Programme for Rare Diseases.

Fighting Blindness believes in the power and effectiveness of  
international collaboration as well as the importance of meeting 
people at a local level. We held a number of information events 
around the country in 2016, invited by members to help raise 
awareness in their local communities. We also worked closely  
with EURORDIS – the European Rare Disease Organisation –  
and Retina International representing the views of our members  
at a European and global level.

Fighting Blindness in 2016 took the initiative to develop the post  
of Advocacy Manager. The organisation considered this to be a 
priority resource in ensuring that the needs and views of people 
living with sight loss are evident in the formation of policy, and that 
the patient voice is represented in the development of therapies 
and interventions.

The Team

Your directors continue to give enormously of their time and  
expertise to the strategic leadership and governance of the  
organisation. Our dedicated, enthusiastic and hard-working  
staff team have delivered on their goals and help to make the  
organisation a great place to engage, for members, clients,  
medical professionals, scientists, fundraising supporters and  
all of the many stakeholders with whom we operate.

As this will be my last annual report I would like to thank all those 
who have given their support to the organisation over the last four 
and a half years as your Chairman. I wish my successor and Kevin 
Whelan and his team well as the organisation continues to strive to 
meet its goals over the coming years.

I hope you will enjoy reading this annual report as a reflection 
on the year past.

Kevin Bowers 
Chairman
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Our Journey
Fighting Blindness is focused 
on helping families that are 
affected by sight loss. Perhaps 
that was because the charity 
began as a response to one 
family’s experiences with 
someone losing sight.
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I never imagined what we set up would turn into. 
The original plan was to set up a self-help support 
group, but then we got very excited about the research 
and met a lot of people who were excited about the  
research. Once we found out about genetics we knew 
that the future of our organisation lay in this area. I 
found genes much more interesting than numbers!

I try not to be too proud of what has been achieved, 
but I am because I know it has only been achieved by 
the dedication of so many people. It’s been an exciting 
organisation because it has been always involved in 
cutting edge research and gene discovery and it has 
been incredibly satisfying to see the impact and 
tangible results. For a small country like Ireland,  
we have played a significant role in the international 
effort to fight blindness. 

Michael Griffith

One of our founders Michael Griffith 
started Fighting Blindness initially to  
cheer his dad up who was losing his  
sight. He went from working with  
numbers in a high street bank,  
to working with genes in a data bank.  
What has emerged is the development  
of ground-breaking research that is  
transforming the lives and future for  
people facing sight loss. 



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.

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.
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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 Dublin under the guidance  
of Prof Jane Farrar 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 all  
of us, whether sighted or vision-impaired.

2014 The National Rare Disease Plan for Ireland 2014 – 2018 is  
published, with significant contribution from Fighting Blindness 
CEO Avril Daly who is a member of the Steering Group.

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

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.

9
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My first full year as CEO of Fighting Blindness 
has been one of challenges and chances to make 
our organisation as relevant as it can be to  
everyone across Ireland affected by blindness  
and vision impairment.  

This report is a celebration for all that has been achieved in the last 
12 months as well as a call for action for what must be delivered in 
the year ahead to meet the targets we have set, and the needs we 
must address. 

Our eye is on the prize - to cure, support and empower our 
members. I am determined that we maximise our potential by 
raising the profile and funds we need to deliver cutting edge 
research for our future members, and day-to-day support for 
our present members. 

One of the major achievements we celebrated this year was the 
sale of Genable shares, the income from which will part-fund our 
strategic plans going forward and is crucial to the development of 
new research initiatives.   

CEO 
Report

CEO Kevin Whelan with Member Helen Murphy  
at the Sporting Lunch
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Another major achievement is in relation to our Insight Counselling 
Service, and through partnership with a European project we now 
have the opportunity to increase its accessibility around the country 
and make our service truly national. 

Our fundraising team had a strong performance last year, and as 
a result we have been able to develop a new position of Advocacy 
Manager. This role will work with our members to prioritise issues 
and help mobilise people so that while we advocate for their needs 
on the national stage, members will be supported to advocate 
locally as Vision Champions around the country. 

We continue to strive forward with ambitious plans, to build  
on European and international research collaborations, build a  
strategic alliance with Retina International, advance our objectives 
from Target 5000 and to appoint and fund a genetic counsellor,  
the first of its kind in Ireland. 

We welcome many new faces into our team, and also  
look forward to working with the Keith Duffy Foundation,  
Ronnie Whelan and Danny and Amanda O’Carroll, and  
thank them for their incredible time and commitment. 

We have had a very successful year thanks to our staff and  
members, and we look ahead now to the next 12 months with  
renewed energy and passion to make Fighting Blindness as  
relevant and impactful as we can.

Kevin Whelan 
CEO
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There are 246,773 
people affected by 

blindness and 
vision impairment 

in Ireland. 
And 285 million 

people worldwide.



Fighting Blindness
We bring colour to impaired vision. 
We shine a light in the darkness.

Our vision is to cure blindness, 
support those experiencing sight loss, 
and empower patients.

  

Cure
Our research is 
transforming lives.

 

Support
Our services are 
changing lives. 

Empower
Our advocacy is 
about living life.

www.fightingblindness.ie
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Members Joe and Eileen O’Callaghan



 •  

Cure
We fight blindness every day 
by investing in critical research 
and therapies that focus on all 
people affected by sight loss. 

These include:

• Genes and gene therapy

• Cell therapy and regenerative medicine

• Retinal implant technology

• Novel drug therapy

• Population studies
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Losing your sight is like losing someone 
you love. It’s like part of your heart is gone. 
The research Fighting Blindness fund is 
incredible. It gives me great hope that one 
day soon we will find a cure. 

Gerry Kerr

Researchers Temmy Sasore and  
Leah Arkins, University College Dublin.
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Fighting Blindness has invested in innovative vision 
research over 30 years, as part of our patient-led ethos 
to find treatments and cures for conditions causing 
vision loss. During 2016, we funded eight trailblazing 
clinical and laboratory based research projects in 
a number of universities and hospitals throughout Ireland. 

Target 5000 – Gateway to vision for 
Irish retinal degeneration patients
This is our most ambitious programme  
to date and aims to identify the disease 
causing gene mutation in all individuals  
living in Ireland with an inherited retinal  
degeneration.  

At the end of 2016, over 1,400 people with  
a variety of retinal dystrophies have been  
recruited at the Belfast Health and Social 
Care Trust, Royal Victoria Eye and Ear  
Hospital and Mater Miscericordiae Hospital. 

In 2016, Fighting Blindness directly funded 
the appointment of Clinical Fellows, Dr Kirk 
Stephenson at the Mater Misericordiae 
Hospital and Dr Conor Malone at the Eye 
and Ear Hospital in Dublin. The presence of 
these dedicated young doctors has greatly 
accelerated the referral process for patients. 
The Clinical Fellows have also been diligently 
working behind the scenes laying down the  
foundations for a truly patient centric  
clinical care pathway and the development 
of a patient register of individuals in Ireland 
who have inherited retinal disease. 

Over 800 people have now had their DNA 
sequenced by the latest technology at Trinity 
College Dublin. In 2016, the process for 
validating positive research-grade genetic 
results commenced at an accredited 
genetic testing facility in the UK.

Our goal for the coming year is to recruit  
a further 600 patients and bring the overall  
number to 2000 by the end of 2017. We 
also aim to further increase the visibility of 
Target 5000 in the clinical area by providing 
a Clinical Fellow resource in other hospitals. 
This will continue to contribute to the  
number of new eye doctors working in the 
area of inherited retinal disease. Fighting 
Blindness are focusing efforts with the Target 
5000 team to increase the communication 
to all individuals around the process and to 
deliver genetic results back to participants.  
To facilitate the latter, Fighting Blindness 
committed in 2016 to the funding of a  
Genetic Counsellor for two years. No such 
position exists in Ireland that is dedicated  
to the delivery of a genetic diagnosis to  
individuals affected by inherited retinal  
degenerations and we look forward to  
the appointment of this dedicated  
resource in 2017. 
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Overall Aim

There are an estimated 5,000 individuals in 
Ireland with inherited retinal disease. Target 
5000 is an all-Ireland patient-centred project 
initiated by Fighting Blindness which aims to 
phenotype and genotype each one of these 
individuals in order to prepare for innovative 
therapies in the near future.

Goals

 • To aid the development of an excellent 
clinical management infrastructure in 
Ireland.

 • To enable people to access appropriate 
clinical trials and therapies in all countries.

 • To discover new genes responsible for 
inherited retinal degenerations.

Achievements to date

 • More than 1,400 individuals recruited  
to Target 5000.

 • Over 800 DNA samples sequenced  
at Trinity College Dublin.       

 • Candidate mutations identified in  
55-60% of samples.

 • Identified population genetic landscape  
in Ireland.

 • New phenotypes identified for known 
inherited retinal degeneration genes.

Future Goals

 • 2,000 individuals recruited by end  
of 2017.

 • Appointment of a Genetic Counsellor and 
individual patient diagnosis provided.

 • Further investment into genetic testing 
and gene discovery.

 • Ethical approval for the recruitment  
of minors.

 • Investment into advanced retinal  
imaging technology.

 • Increased communication to all  
participants of Target 5000.

Target 5000 clinical fellow Dr Malone 

presenting poster at ARVO 2016, Seattle.
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Target 5000 Pathway
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The goal of Fighting Blindness is to find 
treatments and cures for conditions causing 
vision loss. 

We were early investors in a dynamic 
gene medicines Irish company Genable 
Technologies. In 2016, Fighting Blindness 
welcomed the announcement that Genable 
was acquired by US based gene therapy 
company Spark Therapeutics. This  
collaboration provides an exciting  
opportunity to greatly expedite the  
development of Genable’s novel gene  
therapy targeted towards rhodopsin (RHO)-
linked autosomal dominant Retinitis  
Pigmentosa (adRP). As a patient-led  
organisation, Fighting Blindness was  
delighted that the investment has helped  
move this potential treatment that targets 
one of the most prevalent types of retinitis 
pigmentosa (RP) further towards clinical  
application and closer to the people who  
will benefit from it.

In 2016, Fighting Blindness funded  
researchers at University College Dublin (UCD) 
led by Dr Breandán Kennedy continued 
to make promising progress into their quest 
to identify new targets for drug development 
that may give a therapeutic benefit for  
individuals with genetic retinal disease. 

Dr John Crean’s laboratory also at UCD  
continued to focus on the idea that a  
population of cells within the eye have a 
capacity for self-renewal and that these cells 
can be reprogrammed by expression of 
stable small RNAs. The group has identified 
a critical determinant in this process that will 
allow the reprogramming of cells in a more 
efficient manner, which may have a future 
therapeutic application in conditions like 
diabetic retinopathy.

Exciting research by Prof Jane Farrar and 
her team at Trinity College Dublin focused 
on delivering the NDI1 gene to retinal cells 
in order to give a boost in energy which is 
depleted in mitochondrial diseases such as 
Lebers hereditary optic neuropathy (LHON).

2016 saw project completion at University 
College Cork (UCC) and is another example 
of excellent research with exciting outcomes. 
The research team led by Prof Tom Cotter 
discovered that Norgestrel - a component  
of some forms of the contraceptive pill -  
protects the light detecting cells in the retina 
of the eye from dying in animal models of 
retinitis pigmentosa. Fighting Blindness looks 
forward to seeing this progress further and 
move closer to the clinic. 

Patient-led research moves closer to the clinic in 2016

Key Findings 
Disease 

Frequencies  
in the Republic  

of Ireland

 39.4% Retinitis pigmentosa

 20.4% Other

13.4%  Stargardt/Macular 
degeneration/ 
Fundus  
�avimaculatus

 11.3% Usher syndrome

 4.2% Choroideremia

 3.9%  Leber congenital 
amaurosis,  
Early-onset  
rod-cone dystrophy

 3.5%  Cone + Cone/ 
Rod Dystrophy 

 2.8% Retinoschisis

 1.1%  X-linked congenital 
stationary night 
blindness
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Notable Achievements for Fighting 
Blindness Funded Research 

Enthusiastic and active efforts were made  
by scientists and clinicians funded by  
Fighting Blindness to disseminate the results 
of their work to both the scientific and  
wider community. In 2016, Fighting Blindness 
funded researchers presented a total of:    

 • 20 Poster Presentations at national  
and international events

 • Numerous talks to global audiences  
and experts in the field

 • Eleven research paper publications

 • One book chapter

Fighting Blindness funded research  
also contributed to the development of  
a key collaboration with Prof Joe Carroll,  
Medical College of Wisconsin Eye Institute 
that focuses on state of the art  
retinal imaging.

We continue to work on ambitious new 
initiatives and in 2016 Fighting Blindness 
committed to the funding of two new  
projects. Both research projects are  
co-funded by the Health Research Board 
through the Medical Research Charities 
Group co-funding scheme. The first Fighting 
Blindness-funded clinical trial will get  
underway at Dublin Institute of Technology 
(DIT). This clinical trial, led by Prof James 
Loughman and Mr Ian Flitcroft, is designed  
to test a promising new treatment that  
has the potential to prevent myopia 
(short-sightedness) getting worse in children. 
The second project forms part of the Target 
5000 initiative and is led by Prof Jane Farrar 
and Dr Matthew Carrigan of Trinity College 
Dublin (TCD). This dedicated and significantly 
experienced team will build on its previous 
work in the genetic characterisation of  
individuals in Ireland with inherited retinal 
degenerations. 

Positive Developments for the 
Rare Eye Disease Community

In 2016, the European Reference Network 
(ERN) Board of Member States approved 
the ERN for Rare Eye Disease. ERN-EYE is 
a virtual network involving multi-disciplinary 
teams of healthcare providers across  
Europe and will link centres of expertise  
and professionals in different countries.  
Clinically-led and with a strong patient- 
centric approach, this network will facilitate 
the sharing of experience, medical research, 
teaching, training and resources. Together 
with Retina International and the support  
of EURORDIS – the European Rare Disease 
Organisation – Fighting Blindness was  
instrumental in facilitating early interactions 
and networking ophthalmologists across 
Europe. Fighting Blindness looks forward  
to working with all stakeholders in the  
development of ERN-EYE which will lead 
to the improvement of diagnosis, care and 
treatment for all those living with a Rare Eye 
Disease in Europe.

For detailed information about our  
innovative research programmes please visit 
www.fightingblindness.ie/research
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Retina 2016 – most successful 
and interactive conference to date
The Fighting Blindness Retina Conference 
has grown in strength and reputation  
over the years and is now internationally 
recognised as a key three-day vision event. 
2016 saw a host of leading experts in vision 
research from the USA, UK and Europe 
gather in Dublin to participate in a series 
of knowledge exchange presentations and 
seminars for the prevention and treatment  
of retinal degenerations. 

Day one of Retina 2016 centered around 
two topic-specific workshops bringing 
together researchers, clinicians, regulators, 
policy makers, representatives of the  
pharmaceutical and biotechnology industry 
and people affected by vision loss.  
The first workshop discussed the current 
opportunities and gaps in stem cell research 
with a view to assisting Fighting Blindness  
in determining where they can have the 
greatest impact. A clinical trial roundtable 

discussion explored how regulatory  
requirements for clinical trials and approval 
of therapies could be better incorporated 
into earlier stages of research. It was noted 
that it is key for Fighting Blindness to bring 
the patient perspective to the research in 
terms of design of clinical trials, endpoints,  
advocacy and informing patients.

The Scientific Programme on day two 
had some of the world leaders in the field 
of retinal degeneration with a line-up of 
speakers that rivals any international 
meeting. This was attended by over 35  
international and 100 local scientists,  
clinicians and industry representatives.  
The development of therapies including 
gene therapy, stem cell therapy and novel 
drugs was a common theme throughout 
the presentations. 

 

Dr Paul Kenna, CEO Kevin Whelan, Prof Jane Farrar and Research 

Manager Dr Laura Brady at the Retina Conference 2016
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The work of Fighting Blindness is 
very personal to me as I have seen up 
close the challenges, difficulties and 
stresses faced by people who have 
lost their sight. Many conferences are 
all about the experts, but Retina 2016 
goes much further.   

Mary Mitchell O’Connor TD 

Fighting Blindness is very committed to 
the exposure of early stage scientists and 
clinicians. At Retina 2016, a variety of 
networking opportunities were provided 
to enable these young minds to showcase 
their work to world-leaders. Over thirty  
researchers from Ireland, the UK, US and 
Europe presented posters with a number  
of individuals selected to give short talks on 
the day. A ‘Breakfast with the Prof’ session 
also provided a rare opportunity to interact 
with experts which is not always possible 
at larger events.

Public participation forms a major element 
of the Retina Conference. The Retina 2016 
Public Engagement Day was our biggest yet, 
with over 300 people in attendance. Fresh 
from the Paralympic Games in Rio this  
September, Fighting Blindness was  
delighted to welcome members of Team 
Ireland (Jason Smyth, Peter Ryan and  
Orla Comerford) to Retina.

Retina 2016 also reached a wider audience 
in society through interviews with our 
prestigious invited speakers on national 
television and radio. This helps to raise 
awareness in the general public of vision 
loss and also the cutting edge research 
being carried out in the area. We are 
extremely grateful to Novartis for their 
long term generous sponsorship of the 
Retina Conference. 

Looking Ahead

In 2017, we will implement a five year  
research strategic plan. Fighting Blindness 
will continue to support research that has  
a clear potential to result in diagnostic,  
therapeutic and device interventions for 
people living with sight loss. Fighting 
Blindness renews its commitment to engage 
and consult with our members to ensure the 
research strategic objectives are consistent 
with the needs of our community and those 
affected by sight loss. 



23

Target 5000 
our most ambitious programme 

to date, aims to identify the 
disease causing gene mutation 

in the 5000 Irish people believed 
to have an inherited retinal 

degenerative condition. 

It is paving the way to future 
access to clinical trials as they 

become available. This marks a 
crucial step in driving lab research  

towards treatment.
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Support 
I’m visually impaired and registered 
blind, so I can’t say that I see fear on 
the faces of people who come to our 
counselling services! But I do hear it. 
Whether blindness comes unexpectedly, 
or over time, the fear and loss can 
be traumatic. That’s why our Insight 
Counselling Service is so important 
for people at a time of distress. I know 
that fear personally, and I and my team  
can help those affected by vision  
impairment to come to terms with 
whatever they are facing.   

It was the best thing I ever did. Up to that I thought 
no one knew what I was going through, no one  
knew how I felt... but after the counselling and  
support which I now see meant everything to  
me – literally just seeing that I wasn’t the only  
one in this predicament. Now I can say I don’t  
like this condition… I don’t like having a rare disease 
but I have one and can accept it and I can talk about it.

Peter Ryan
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Everyone is individual and my job is to meet 
the person where they are at, whether that 
is feeling uncertain, afraid, overwhelmed or 
lost. These are powerful emotions that they 
need to work through, so we provide a calm 
and confidential sanctuary to let them talk 
about how they are feeling. 

I see the transformation. The message  
I hope to convey is not to set any  
expectations, but to reassure them that  
they will go on a journey where they have  
to adapt and adjust. It can affect your life  
but it doesn’t have to determine your life. 

Senior Counselling Manager John Delany

My message is that it’s a 
life informing experience  
not a life ending one. 
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As well as the counselling service, our 
support includes Exchange Clubs and the 
Visionary School of the Arts. 

The Exchange Clubs are technology groups 
where people share their knowledge and 
buddy up to build competency. Technology 
has liberated life for people who are vision 
impaired, and being able to use the internet 
keeps people connected. It has also levelled 
the playing field, helping people living  
with sight loss to learn new skills and  
secure employment.  

The Visionaries School of the Arts is a  
vital quality of life initiative, where we offer 
people an opportunity to explore their  
own individuality through engagement  
with the arts. We have a choir, comedy  
improvisation group, creative writing classes, 
musical instrument lessons and art classes.

Significant developments during the year 
include our work with the RNIB on launching 
a cross-border counselling service. This  
project has been supported by the EU’s 
INTERREG VA Programme, managed 
by the SEUPB. We opened a new  
city-centre premises in Cork for our  
counselling service, and evolved the  
Visionaries School of Music into the  
Visionaries School of the Arts.

We also launched the Cork Exchange  
Club in partnership with the Visually Impaired 
Computer Users Society (VICS) and we 
started a Wednesday Mindfulness Group.

We would like to thank the significant 
contribution of volunteers Cearbhall 
O’Meadhra, Albert Brown, Derry Walsh,  
Ken Walsh (Dublin and Cork Exchange 
Clubs), John Acton, Paul Griffith (Mindfulness 
Group) and Peter Gorey (Visionaries School) 
along with caretaker/facilitator Helen  
Sexton and our tutors. 

We would like to acknowledge the generosity 
of the Irish Guide Dogs Association (and  
their staff) for the use of their premises in 
Ballincollig to facilitate our monthly Cork 
Support Group meetings, and the continued 
financial support of Dublin City Council, Irish 
Public Bodies, and the HSE.



Our counselling and peer 
to peer support groups 
are here for everyone 
affected by sight loss. 
Whether you are losing 

your sight, or someone in 
your life is experiencing 

sight loss, our support can 
help you face the future 

with confidence
27

it’s good to talk
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Empower
Fighting Blindness advocates on behalf 
of everyone in Ireland who is affected by 
severe vision impairment. We collaborate 
with national and international groups 
and organisations across the fields of 
government, health, science, and industry 
to make sure that our members’ voices 
can be heard and represented in areas 
that affect them. Our goal is to empower 
people living with sight loss to be active 
partners in all aspects of vision research 
and healthcare, and to advocate for 
themselves in their day-to-day lives. 
Nothing About Us Without Us.
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One of our most important achievements of 
2016 was the establishment of a committed 
advocacy function. The Department 
launched it’s strategy in January 2017,  
with far-reaching and ambitious plans to 
raise the profile of issues facing people  
living with sight loss and tackle new and 
emerging challenges.

In 2017 we will be conducting the first  
Fighting Blindness National Survey that will 
gather information that will shape the work  
of the charity in the coming years. 

We are also developing a VIP Network  
(Vision Impaired People) that will provide  
a platform to raise awareness about what  
it is like to be affected by sight loss and  
for patient involvement in research and  
advocacy activities.

Many new retinal disease therapies that become 
available are likely to be very expensive. We will 
fight for equitable access to treatments for everyone 
affected. In order to meet this challenge, Fighting 
Blindness is gaining expertise in the medicines  
regulatory and reimbursement processes. 

Access to 
medicines

29

Advocacy Manager Caitriona Dunne and Research  

Manager Laura Brady at the Irish College of 

Ophthalmologists Conference 2016, Killarney.
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Rare Disease Day Conference 2016

We were instrumental in organising this 
event as one of the members of the Rare 
Disease Taskforce. The conference called 
on the government to radically overhaul the 
genetic services in Ireland and to ramp up 
implementation of the National Rare Disease 
Plan which has seen little progress on some 
of the recommendations since its publication  
in 2014.

Many conditions causing vision loss are 
classified as rare diseases; a rare disease is 
defined as affecting fewer than one in 2,000 
people. We work with many rare disease 
groups to raise awareness and advocate for  
improved services for all people living with a 
rare disease.

Ireland Win Bid to Host International 
Low Vision Conference in 2020

Fighting Blindness successfully collaborated 
with other vision charities NCBI, ChildVision 
and Irish Guidedogs to pitch Dublin as the 
host city for this internationally acclaimed 
conference. Run by the International Society 
for Low Vision Research and Rehabilitation, 
it includes a variety of disciplines in the field 
of research and development for rehabilitation 
for people with vision impairment. 

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.

30

Attendees at the Rare Disease Day Conference 

2016, Dublin Castle
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Tracey Whelan and friends at the 

Vhi Women’s Mini Marathon 2016

We started fundraising for Fighting Blindness last year 
after our daughter was diagnosed with RP. With no 
treatment currently available we decided to help the 
people trying to find one. Fighting Blindness do  
fantastic work and are always there to answer any 
questions we may have and to keep us updated on 
any medical advances in RP. The thought that we 
can make a difference motivates us every day. 

Tracey Whelan



Fundraising
Our supporters put the Fight into 
Fighting Blindness. Our mission to 
cure, support and empower would not 
be possible without their generosity 
and commitment. Huge thanks to the 
individuals, community groups and 
companies who have joined the fight 
against blindness.
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Fighting Blindness hell-raisers  
braving Hell and Back, June 2016
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Tracey Whelan and her friends and family raised 
an incredible €20,000 for vision research taking part in 
Hell and Back and other fundraising 

The McCormack family for organising the Terry 
McCormack Memorial Cycle and raising €13,000

The 70 women who ran, jogged and walked the Vhi 
Women’s Mini-Marathon raising €9,000

Eric Beggs and the Dundalk community surpassed 
an incredible milestone in 2016 having raised over 
€100,000 over the last ten years through the annual 
Cooley Mountain Trek and church gate collections.

The super cyclists who raised €6,500 from the  
Paris2Nice cycle in September

The 300 trekkers who braved the Glendalough Trail  
in November raising a fantastic €15,000 

Jean-ius Support 

As well as the amazing list of events and 
activities undertaken by our supporters,  
we also launched our Jeans for Genes  
Campaign, daring individuals, groups  
and companies to wear blue for blindness 
raising funds for our genetic counsellor.  
Thanks especially to Veritas Technologies, 
ICON Firecrest, Mater Private Hospital,  
Ely Wine Bars, House, 37 Dawson St and 
Foleys Bar among other amazing Jeans  
for Genes champions! 

Celebrity ambassador Rory Cowan 

with Xpose’s Glenda Gilson 

supporting Jeans for Genes Day 2016

Special thanks to our community 
fundraisers who make our work possible!
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We are incredibly grateful to our corporate 
supporters and partners who have supported 
us in 2016 and beyond, including Novartis, 

Done Deal, Google, Veritas Technologies, 
Starbucks, Bayer, Citi, Kirby Group,  
VIP Taxis, and more.

Google Blindfold Challenge Day August 2016
Veritas Technologies 
donned their denim to  
fight blindness!

VIP Taxis Blindfold  
Challenge, July 2016.  

The fantastic Starbucks team 
supporting the Glendalough Trail 2016!

Sony Pictures Ireland supports  
Fighting Blindness with the Angry 
Birds Movie Premiere

Dr Oliver McCrohan and Doreen Curran, Novartis, 
sponsors of the annual Empowerment Award,  
pictured with 2016 winner Paralympian Jason Smyth
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We use direct mail because it is one of the 
most cost efficient ways of raising money. 
Not only does it allow us to tell real stories,  
it helps us raise awareness as well as funds 

Last Christmas we told Helen’s story.  
The response was amazing, and we even  
received two calls from families who were 
affected by sight loss and who called us  
after reading Helen’s story and discovered 
we could help them too. 

By telling real stories we allow donors and 
fundraisers to see the impact of their support. 

When donors give regularly through monthly 
direct debits, it allows us to make long-term 
plans for research and services based on 
reliable income. 

This year we are launching a new door  
to door findraising collection campaign,  
hoping to increase awareness and funds. 

35

I went up to the support group in Cork 
and literally, I stepped into my world.  
I just want the world to know about 
Fighting Blindness. 

Helen Murphy



251 
pieces of Fighting 
Blindness press 
coverage were generated

21ezines

4 
3 

member 
newsletters

We 
welcomed

visitors to  
our website
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supporter 
newsletters

142,360 

Communications
Fighting Blindness works throughout 
the year to raise awareness about  
vision loss and keep our members  
and supporters informed about our 
work and ongoing research from 
around the world. We do this through 
media, our website, social media  
newsletters, and events.

Facebook
3,636 likes

Twitter
7,506 followers

Instagram
547followers

LinkedIn
177followers 
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AMD Awareness Week

Now in its ninth year, AMD Awareness Week is a nationwide 
health initiative driven by Fighting Blindness, NCBI, the Irish 
College of Ophthalmologists (ICO), the Association of 
Optometrists Ireland (AOI), and Novartis Ireland. For the 
September week, adults across the country were urged to 
consider their eye health and avail of free testing for Age-related 
macular degeneration (AMD), the leading cause of blindness 
in those over 50 in Ireland.

For more information, please visit out website  
www.fightingblindness.ie

Mary Kennedy launching AMD Week 2016
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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.  2016 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. The 2016 
award went to Andrew Smith from  
University College Dublin. The award was 
presented by Suzanne Duggan, daughter 
of Geraldine who was one of the founding 
members of Fighting Blindness.

Support

The Anne Byrne Award was presented to 
Cearbhall O’Meadhra and Albert Brown 
who have shown extraordinary commitment 
to our Dublin Exchange Club, which gathers 
weekly to help people with different levels of 
vision to get the most out of technology.

Empower 

The Paddy Byrne Empowerment award is 
given at the annual sporting gala to a person 
who has made a significant impact in  
empowering people living with sight loss. 
This year the winner was Paralympian 
Jason Smyth. 

Paralympian Jason Smyth, winner of the 

Paddy Byrne Empowerment Award 2016
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We tell stories so that 
people don’t feel alone.

Recently we told Aisling’s story as 
part of a fundraising and media 
awareness campaign about a new 
initiative to provide the National  
Maternity Hospital with sight saving 
equipment for premature babies. 
Annually 500 babies born preterm  
in Holles St need to be screened 
and 25 on average are given sight 
saving treatment because of the  
retina screening.

CEO Kevin Whelan with Dr Rhona Mahony, Master  

of the National Maternity Hospital, Holles Street.

Paralympian Jason Smyth, winner of the 

Paddy Byrne Empowerment Award 2016



Financial 
Statements
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In 2016 Fighting Blindness is pleased to  
report to its members an operating surplus 
of €778,395. In 2015, Fighting Blindness  
reported a deficit of €255,402. This in turn 
has increased our reserves position at  
December 31, 2016 to €1,063,492.  
In 2015 our reserves were €285,097.

The main contributory factor to the  
increased reserves relates to the proceeds 
that accrued to Fighting Blindness arising 
from the sale of Genable Technologies Ltd. 
to Spark Therapeutics in 2016. Fighting  
Blindness is committed to ensuring that the 
financial benefit of the sale will be used to 
further advance our mission and associated 
strategic objectives.

The gross income for the year was 
€2,797,862. In 2015 Fighting Blindness 
reported income of €1,948,836.

Our funding in 2016 can 
be broken down as follows:

Grants / Corporate Support 12%  

Fundraising and Investment Income 88%

 
The investments made into the  
three priority areas of the charity’s 
mission were:

1 Cure (Research)  €670,952

2 Support (Counselling) €219,556

3 Empower (Advocacy) €135,758

Fighting Blindness confirms to our members 
that the accounts have been prepared in  
accordance with the statement of  
recommended practice (Charities SORP in 
accordance with FRS102, effective January 
2015). This reporting structure will become a 
mandatory requirement in the charity sector. 
The adoption of SORP in advance further 
emphasises the Board and Executive  
commitment to conduct the business of 
Fighting Blindness to the best possible  
governance standards.

Fighting Blindness confirms to its members 
that the reserve position of €1,063,492 at 
December 31, 2016 guarantees that Fighting 
Blindness is in a position to support existing 
research projects, develop new ones and 
continue to fund our counselling and  
advocacy programmes for 2017.

The Annual Financial Statements for  
2016 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

Financial Review 2016  
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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 2016

  Unrestricted Restricted Total Total
  Funds Funds  
  2016   2016   2016   2015  
  €   €   €   €  

INCOME

Voluntary Income
Donations and legacies  383,030   8,000   391,030   416,272  
Investment Income  996,294   —   996,294   1,287  
Charitable activities:
Counselling  7,302   115,542   122,844   111,382  
Research  7,221   217,458   224,679   190,290  
Private members draw  930,513   —   930,513   1,031,382  
Fundraising  130,102   2,400   132,502   198,223

Total income  2,454,462   343,400   2,797,862   1,948,836  

EXPENDITURE

Expenditure on charitable activities
Counselling  104,014   115,542   219,556   190,453  
Research  453,494   217,458   670,952   782,050  
Advocacy  133,358   2,400   135,758   128,064  
Expenditure on raising funds 
Fundraising  985,201   8,000   993,201   1,103,671  

Total Expenditure  1,676,067   343,400   2,019,467   2,204,238  

Net movement in funds for the year  778,395   —   778,395   (255,402)
     
Reconciliation of funds
Balances brought forward 
at 1 January 2016  285,097   —   285,097   540,499  

Balances carried forward 
at 31 December 2016  1,063,492   —  1,063,492   285,097  
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Fighting Blindness (A company limited by guarantee, not having a share capital)

BALANCE SHEET
for the year ended 31 December 2016

    2016 2015  
      €     €  

Fixed Assets
Tangible assets    15,899   21,466  
Financial assets - commercial investments   —   518,092  

    15,899   539,558  

Current Assets
Debtors    331,534   42,300  
Cash at bank and in hand    1,336,042   865,384    

    1,667,576   907,684   
Creditors: Amounts falling due within one year   (619,983) (1,162,145)

Net Current Assets/(Liabilities)    1,047,593   (254,461)

Total Assets less Current Liabilities   1,063,492   285,097  

Funds
General fund (unrestricted)    1,063,492   285,097  

Total funds    1,063,492   285,097  
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Our Board

Kevin Bowers 
Chairman

Ena Prosser

Patricia Burke 
Secretary

Colette McNamee

Ronan Holahan 
Treasurer

Ger Comerford
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Mary Lavelle

Michael Griffith

Tom Clonan

David Keegan Gerry Kerr
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Medical and Scientific 
Advisory Board

Prof Robin Ali
Chief Scientific Advisor to Fighting Blindness
Professor of Human Molecular Genetics,
Institute of Ophthalmology, University 
College London

Prof Frank Barry
Professor of Cellular Therapy,
Regenerative Medicine Institute (REMEDI),
National University of Ireland, Galway

Prof Brendan Buckley
Chief Medical Officer, ICON Plc., and
Clinical Professor, Pharmacology and
Medicine, University College Cork

Prof Alan Stitt
Director Centre for Vision and Vascular
Research, Queen’s University Belfast, 
Northern Ireland

 

Prof Alberto Auricchio
Professor of Medical Genetics, Frederico II
University / TIGEM, Naples, Italy

Prof John Flannery
Professor of Neurobiology, University of
California, Berkeley, USA

Prof Joseph Carroll
Co-Director of Advanced Ocular Imaging
Program (AOIP), Medical College of
Wisconsin, USA
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Advisory Panel
Sub-Committees of the Board of Directors

Audit

Ronan Holahan (Chair and Director)

Kevin Bowers (Director)

Ger Comerford (Director)

Colette McNamee (Director)

Kevin Whelan (CEO)

Mari McCafferty (Finance Manager)

Research

Michael Griffith (Chair and Director)

Mary Lavelle (Director)

David Keegan (Director)

Ena Prosser (Director)

John Acton (Non-Director)

Kevin Whelan (CEO)

Fionnuala Hickey (Consultant)

Laura Brady (Research Manager)

HR

Kevin Bowers (Chair and Director)

Patricia Burke (Director)

Gerry Kerr (Director)

Kevin Whelan (CEO)

Anna Moran (Head of Operations)

Fundraising

Ger Comerford (Chair and Director)

Mairead Divilly (Non-Director)

Kevin Whelan (CEO)

Emma Morgan (Fundraising Manager)

Amanda Kenny (Communications Manager)

Counselling

Gerry Kerr (Chair and Director)

John Delany (Senior Counselling Manager)

Kevin Whelan (CEO)

Ann Cooke (Counselling Administrator)

Advocacy

Tom Clonan (Chair and Director)

Gerry Kerr (Director)

Caitriona Dunne (Advocacy Manager)

Kevin Whelan (CEO)
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Thank You
We are Fighting Blindness
but we do not fight alone.
For everyone who has 
supported us and our 
work over the year,  
we thank you sincerely 
on behalf of the community 
we serve.



Over 
€16.8 million 

invested in

90
vision research 

projects.
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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




