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I am pleased to report that 2012 has been
another strong year for Fighting Blindness
with successes and encouraging results across
all the spheres in which we work. Significant
progress has been made in the areas of
research funded by Fighting Blindness. We
also saw the Insight Counselling Centre grow
and continue to support many families and
individuals who are affected by sight loss. We
made great strides in the realm of patient
advocacy and empowerment, with substantial
influence at national and government levels. All
of these aspects serve to benefit the members
of Fighting Blindness, for whom we tirelessly
work to ensure that the future is bright for
all of those affected by retinal degenerative
conditions in this country and beyond.

Kevin Bowers, Chairman

Chairman’s
Report
Fighting Blindness
makes great strides in
research and advocacy

We continue to operate in turbulent times for
the country and its finances, but despite the
challenges that come with this, we have been
invigorated by the steady and kind support from
our many members and friends. This has allowed
us to continue our work in research, support and
advocacy.
Gross income for the charity reached €1,907,
932 (2011 - €1,644,607) with a net contribution
of €1,008,160 (2011 - €781,383) producing a
very satisfactory and positive outcome, in line
with budget.
Cure
Research investments for the year were
substantial at €357,249 (2011 - €310,600). We
envisage this expenditure increasing in the
coming years as projects such as Target 3000
come on stream. Fighting Blindness is an investor
in the development of a potential therapy for
dominant RP through campus company Genable
Technologies Limited and we are satisfied that
it is on track for delivery on their milestones.
We were also able to maintain a healthy reserve
which is a positive outcome when the economic
environment is considered. This will enable
Fighting Blindness to support research projects
where appropriate in the future.
Our research projects continue to go from
strength to strength, as you will see later in this
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report. It has been another momentous year and
the fact that we are now moving towards the
clinic is motivating us to strive harder and further
as we work towards treatments and cures for
blindness. New projects looking specifically
at Leber’s hereditary optic neuropathy and
autosomal dominant retinitis pigmentosa began
as well as broader ongoing investigations into
stem cell therapies for retinal degenerations.
We are also looking at neuroprotective
compounds and developing the suppression and
replacement gene therapy identified and utilised
by Genable.
We are continuing to develop our clinical
networks and laying the foundations for
our biggest project to date, Target 3000.
We are grateful to have the guidance and
recommendations of the experts on our
international Medical and Scientific Advisory
Board, led by our Chief Scientific Advisor, Prof
Robin Ali, as we navigate research directions,
infrastructures and opportunities, in addition to
our own internal expertise.
Support
I am heartened to see how the Insight
Counselling Centre continues to support and
care for those who are experiencing sight loss
and how it impacts them personally and within
their families. We will continue to pursue every
opportunity to increase this service and its
potential. It is great to see the wider influence
of the counselling service in the group activities,
monthly group session meetings, and technology
assistive platforms started during 2012.
Empower
We care enormously about our members
and those who have been diagnosed with
degenerative eye conditions. We hold with great
importance our role in patient empowerment.
Our hope is to be able to walk beside people,
support them as they navigate the sometimes
vast, sometimes sparse amount of information
that follows a diagnosis. It is also our desire to
ensure that people can participate in advocating
for their own healthcare and ensure that their
voices are heard. You will be able to learn
about our extensive activities at national and

international levels in this area through this
report and we invite you to get in touch to find
out more about how you can get involved.
Strong governance is crucial to our continued
success and, as I took over as Chair at the end of
2012, I am grateful to have a strong and effective
Board who are extremely committed and helpful.
As I take on the mantle as Chair, I am honoured
to follow in the steps of Michael Griffith,
founding member, former Chief Executive
and Chairman. Michael’s achievements and
influence in Fighting Blindness are phenomenal.
His tireless work at national and European
levels has changed the landscape for research
in Ireland for those in both the vision and rare
disease communities. I am grateful to have his
continued support and access to his expertise as
he remains on the board of directors.
The year brought some significant transitions
especially in the area of staff changes and
maternity leave adjustments. I would like to pay
special tribute to the CEO, Avril Daly, for leading
the organisation through this period with skill,
stability and care. I would also like to thank each
staff member for their enthusiasm, dedication
and assiduous work for Fighting Blindness, its
cause and its members.
Finally, I would like to thank our members. You
are the reason we exist and the force behind all
that we do. Your support is incredible and calls
us to account. We are extremely grateful for your
unwavering determination. Your commitment
inspires us to redouble our efforts in research,
counselling, advocacy and fundraising so that,
together, we can change the future for those
living with sight loss.
Kevin Bowers
Chairman of the Board

January – December 2012
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“New Horizons” describes the year 2012
for Fighting Blindness, with much progress
in our research, support, outreach, and
empowerment activities. As we move ever
closer to the development of treatments and
cures for conditions causing sight loss, we set
our sights on laying the groundwork for the
development of and access to clinical trials.
At this time we are considering the important
issue of equitable and timely access not only to
the therapies already on the market but those
that potentially will arise from our thirty years
supporting scientific development.

Avril Daly, Chief Executive Officer

Chief Executive
Officer’s Report
2012 Brings New Hope
and New Horizons at
Fighting Blindness
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Now is the time for patient organisations to
empower their members by providing the tools
to enable active participation in the discovery
of treatments and be better informed about
conditions affecting them and their families. The
development of Target 3000 provides this reality.
Over the course of 2012, we continued to
develop networks for our researchers both
clinical and laboratory based to enable the
progress of Target 3000, bringing us closer to
our patient and member base than ever before.
We worked to expedite the development of a
National Register for Inherited Retinopathies that
will allow us to further study the conditions we
are concerned with while preparing our patients
and members for the advent of clinical trials.
Target 3000 is our most ambitious project to
date; it is quite novel for a patient organisation
to take the responsibility to ensure members
have equitable access to next generation gene
sequencing and work towards state of the art
technologies that would expedite the process.
This is what we as an organisation committed to
from day one: the development of therapies to
improve the lives of people affected by sight loss.
The project is complicated, and its technological
advancement means it takes time for each
element to fit together, but it is a necessary
step towards the advancement of and access to
treatments and cures for conditions causing sight
loss and is where our efforts should be focused.

There were also positive developments in the
campaign to implement a national strategy
on vision health in Ireland. Fighting Blindness
has advocated to increase the visibility of
ophthalmology within the Irish health care
system, and we welcome the appointment
of Prof. Paul Moriarty as Clinical Lead in
Ophthalmology for Ireland in 2012.
One of Prof. Moriarty’s main tasks is to work
with stakeholders to develop a national vision
strategy. To support him in this task, Fighting
Blindness and the NCBI co-chaired a coalition
of service providers, including the Association
of Optometrists of Ireland, the Irish College
of Ophthalmology, and voluntary groups
including The Diabetes Federation, IGDB and
Childvision. The group have now published a
document entitled “A Framework to Adopt a
Strategic Approach to Vision Health in Ireland”,
and advocacy is ongoing to work towards the
implementation of the strategy.
Fighting Blindness was again active in the
development of a national plan for rare diseases.
We presented at the Oireachtas Committee of
Health on Rare Disease Day, February 28, to
highlight the need for a coordinated approach
to the diagnosis and care of rare diseases, as
well as the need for funding research in the area
and enabling of access to emerging therapies.
A Seanad debate followed on March 7, and a
consultation day took place at Farmleigh House
on June 11. There, Minister for Health Dr. James
Reilly supported the need for a National Plan
for Rare Diseases, confirming that it would be
published in 2013.
Fighting Blindness also looked to the future
with the publication of our new strategic
development plan in November. This plan
highlights our goals under our three main pillars:
CURE – RESEARCH
SUPPORT – COUNSELLING
EMPOWER – EDUCATION AND OUTREACH

With a new strategy comes a new look, and in
2012, we turned our attention to developing
a new design for our website and worked on
new branding that is appropriate at this stage
of our growth. Our new colour palette of
orange, black and dark grey was presented at
our AGM, and our stakeholders were consulted
along the way to ensure our new identity is not
only contemporary and fresh but maintains
the essence of who we are and remains at the
highest level of accessibility.
2012 also saw some changes internally. Lara
McDonnell joined the team in January as
assistant to the CEO, Rita Dolan joined the
Fundraising team in May to look after our
direct marketing, and Michael Ryan joined us
to support community fundraising. Our Head
of Fundraising Elaine Leinaweaver left for new
horizons in the United States, and Tony Ward
has taken over her role. Anna Moran, Lauren
Dare and Debbie McCann left us for a while for
maternity leave, and their roles were taken over
by Dr. Maria Meehan, who has remained with
us in the new position of Research Officer, Susan
Quirke, who worked in the communications
department, and Jim Brady, as Financial
Manager.
Although the environment remains challenging
and fundraising is increasingly complex, we
believe that we have the creativity and passion
to succeed in implementing our new strategy,
and that in a changing environment 2013 will
set us on course to achieve the significant goals
we set for ourselves as we approach our 30th
anniversary.
Fighting Blindness was founded by patients
to support and empower each other, while
never losing sight of the ultimate goal of curing
blindness. Without the generosity of our
members, we would not be able to continue to
provide support nor develop our research to this
stage where treatments are becoming a reality.
We appreciate all you do for us and look forward
to working with you all in 2013.
Avril Daly
Chief Executive
January – December 2012
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“New Horizons”
describes the year
2012 for Fighting
Blindness, with
much progress
in our research,
support, outreach,
and empowerment
activities.
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Gerda Archer with her guide dog
January – December 2012
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Research
2012 has been another momentous year for
Fighting Blindness research. We have continued
to support world class scientific research in
Ireland while taking strides to begin translating
laboratory research to clinical application.
RESEARCH PROJECTS
Developing stem cell therapies for
retinal degenerations
Professor Jane Farrar, Trinity College, Dublin
(MRCG/HRB 2011)

Anna Moran, External Affairs Manager

Research
and External
Affairs Report

Stem cell technology holds huge potential
to reconstruct retinal tissue, especially in
individuals who are at an advanced stage of
degeneration. This research aims to address a
number of challenges that are currently facing
the field. These include refining methods to
reliably generate a source of photoreceptor
precursor cells from tissue culture methods,
and modifying the cells in order to increase
the numbers of photoreceptors that become
integrated into the retina post transplantation.
This project also aims to identify and
understand the genes that are involved in retinal
development. Ultimately, this work will bring
researchers closer to designing cell therapies for
all forms of retinal degenerations.
Unravelling the impact of RPE65 in
autosomal dominant RP (adRP)
Professor Peter Humphries, Trinity College,
Dublin (MRCG/HRB 2011)
Recently our researchers in Trinity identified
mutations in the RPE65 gene that are causative
for adRP. This means that individuals who
possess one mutated copy of RPE65 develop
the disease as the mutated copy is dominant
over the functioning copy. This is in contrast to
recessive RP and Leber’s congenital amaurosis
(LCA) where the carrier parents of affected
children also possess a mutated copy of RPE65
yet are unaffected. Therefore, our researchers
are modelling RPE65 autosomal dominant RP in
the laboratory in an effort to understand why
this sequence variant in RPE65 has a negative
pathological effect and causes the disease in
these individuals.
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Top left photo: Dr Anna Sophia Kiang, TCDw
Prof. Pete Humphries, Prof. Jane Farrar and Dr. Paul Kenna, Trinity College Dublin
January – December 2012
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This study has broad implications for all forms
of autosoma dominant RP and through this
research our scientists also hope to elucidate
why an oral retinoid therapy seems to be
successful in certain individuals from these
families.
Development of a gene therapy for Leber’s
hereditary optic neuropathy
Professor Jane Farrar, Trinity College, Dublin
(MRCG/HRB 2012)

photoreceptor cells, preventing their death and
therefore maintaining vision. This funding will
allow the team to build on these encouraging
results to develop this potential therapy towards
a clinical trial.
Genable Technologies Limited

In July 2012 Genable Technologies Ltd. acquired
the worldwide licence for a technology
that complements their own suppression/
replacement gene therapy technology
Leber’s hereditary optic neuropathy (LHON)
intellectual property (IP) to progress their lead
is caused by a mutation in the DNA of the
product for a dominant form of RP caused by
mitochondria which are the energy producers
mutations in the rhodopsin gene. The first aspect
of our cells. Mutations in mitochondria lead to
of their technology suppresses the mutated copy
a loss of energy transfer to the optic nerve and
of the gene and the second aspect replaces it
a degeneration of the cells, resulting in loss of
with a healthy version. The ability of this therapy
vision. It predominantly affects young men, and
to be effective for all rhodopsin mutations is a
leads to a rapid loss of vision for which there
huge benefit as there are over 150 mutations
is currently no cure. The team have previously
in rhodopsin that are causative for RP and this
successfully employed viral technology to deliver form of RP is estimated to affect 200 families in
a gene that provides energy back to the eye cells, Ireland alone.
preventing those cells from dying and they have
demonstrated the effectiveness of this treatment Target 3000
in a mouse model of LHON. The viral delivery
Target 3000 was launched in May and is
system they use has been shown to be safe and
undoubtedly one of our most ambitious and
well tolerated in the eye by a number of groups
important projects to date. It is often impossible
worldwide. Another important aspect of this
to tell which specific type of retinal disease
project will involve identifying and profiling the
a patient has based on just looking at the
LHON population in Ireland by sequencing the
eye, because inherited retinal diseases are
mitochondrial DNA of each affected individual.
some of the most complicated of all genetic
This information will be invaluable and necessary conditions, involving more than 170 genes and
for the future clinical applications of a therapy.
200 mutations. An estimated 3000 individuals
Bringing the Neuroprotective compound
Norgestrel closer to the clinic
Professor Thomas Cotter, University
College Cork
This project is led by Professor Cotter, who
is the lead investigator of a large research
group in Cork and is a world expert in the
area of apoptosis. This is the mechanism
by how cells die and for the past number of
years his team have been investigating the
mechanism of photoreceptor cell death in retinal
degenerations. Previous research by this lab has
demonstrated that the compound Norgestrel
(the active compound of the oral contraceptive
the “minipill”) lends a protective effect to
12
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in Ireland are affected by these conditions. The
aim of Target 3000 is to build a comprehensive
national register and identify the exact genetic
cause in each individual. This information is
vital to obtaining a true clinical and molecular
picture of these diseases and will lead to the
development of better therapies and possible
inclusion in clinical trials.

Fighting Blindness researchers PhD student Matthew Carrigan (left) and Post Doc Dr Arpad Palfi at TCD
Fighting Blindness Chief Scientific Advisor Prof. Robin Ali
January – December 2012
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Events, Networks
and Collaborations

Stem Cell Consortium
Stem cell technology holds great potential
to replace photoreceptor cells that have
been lost due to degeneration. For almost a
decade, Fighting Blindness has demonstrated
commitment to enable research in this field not
Retina Conference 2012
only through direct funding of research into the
In November 2012, we welcomed an outstanding
use of retinal stem cells, but also through our
line-up of international speakers to Dublin for
establishment of the Irish Network of Neural
our annual Retina conference which was held
Stem Cell Investigators (INNSI), which gathered
on November 9 and 10. Presentations included
international scientists together for annual
information about the latest breakthroughs in
conferences across several years. In September
retinal implant technology, updates on gene
we reignited discussions in this area by forming
therapy for inherited retinal degenerations and
a national stem cell consortium to bring together
an insight into the new area of optogenetics that
interested researchers and clinicians to discuss
aims to re-sensitise dormant photoreceptors to
challenges and opportunities for retinal stem
light. Internationally renowned speakers also
cell research in Ireland. This project is being
highlighted the latest methods to identify novel
overseen by our Chief Scientific Advisor, Prof
genes associated with retinal degenerations and
Robin Ali from Moorfields and University
the use of neuroprotective compounds to slow
College London. We were very pleased to be
down photoreceptor death in these conditions.
able to profile Prof Ali’s own work through
The day after the scientific meeting the speakers
media coverage on his 2012 Nature publication.
attended our public information day, giving
The work focuses on the transplantation of
our members an excellent opportunity to ask
photoreceptors in mice, which successfully
questions and to hear about leading clinical and
restored some vision. This could form the basis
scientific research from the international experts
of new treatments for degenerative blindness,
in the field.
with particular implications for RP, AMD and
diabetic-related conditions.
Dublin Centre for Clinical Research
Collaborative clinical research is vital to
MSAB
delivering safe, ethical and excellent patientThe Medical and Scientific Advisory Board of
focused research. We are extremely proud
Fighting Blindness is comprised of a number of
to continue to play an active role in the
exceptional international and national scientists
ophthalmology network of the Dublin Centre
and clinicians who are experts in the topics
for Clinical Research. The DCCR is composed
of Fighting Blindness focussed research. The
of clinicians and scientists from across Dublin
board is chaired by our Chief Scientific Advisor,
and we share their determination to develop
Professor Robin Ali and also includes Prof.
an Irish registry of individuals with early onset
Alberto Auricchio (Italy), Prof. John Flannery
retinal degenerations. We are working together
(USA), Prof. Alan Stitt (Belfast), Prof. Brendan
to deliver a gene therapy clinical trial for Leber’s
Buckley (Cork), and Prof. Frank Barry (Galway).
congenital amaurosis to Ireland in the near
The role of the board is to ensure rigorous
future.
review of all grant applications received by the
organisation to review progress of grants and to
highlight issues and opportunities for Fighting
Blindness funded research.
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Scientists networking at the Retina Conference
The Geraldine Duggan Award
Young scientists at the Retina Conference
Taking a break at the Retina Conference
Prof. John Flannery, Berkeley University and
Prof. Jane Farrar, Trinity College Dublin
Michael Griffith and Avril Daly of Fighting Blindness with
Christina Fasser, President of Retina International
Members and friends catching up

January – December 2012
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External Affairs

Our vision is to cure blindness, support those
experiencing sight loss, and empower patients.
The new strapline is strong and useful, firmly
asserting our aims and our activities, which
AMD Week
are to cure, support and empower. These
values inform and reflect every aspect of our
We were once again pleased to be involved
work, giving guidance and cohesion to our
in AMD Week in September 2012. Fighting
activities. In the area of “Cure” we promote
Blindness is one of several stakeholder groups
and facilitate the development of treatments
who work to raise awareness about age-related
and cures which are accessible to all patients
macular degeneration, a condition which
affected by sight loss. Through “Support” we
affects one in ten Irish people over the age of
aim to develop our counselling service into a
50, including many of our members. In fact,
nationwide programme, ensuring access and
over 7,000 new cases are diagnosed in Ireland
support of the highest standard is available to
each year. The AMD Week campaign raises
patients and family members who are living with
awareness about the condition, highlights ways
sight loss. The “Empower” element leads us to
of ensuring people do all they can to prevent its
work in partnership with all stakeholder groups
development, and encourages those who are
affected to get involved with the groups who are in the areas of health, science, industry and
government to empower patients and to achieve
in a position to help and support them. During
the week, free testing is offered at mobile testing the greatest impact in the global fight against
units throughout the country. The main occasion blindness. The strategy we have developed
during AMD week 2012 was a lunchtime sensory outlines our goals and how we aim achieve
them. For a copy, please contact our office.
entertainment event at the National Concert
Hall, hosted by RTE’s Mary Kennedy. The event
Research Prioritisation
featured well-known actors, musicians and
authors entertaining 250 blindfolded audience
Fighting Blindness continues to work with
guests with a selection of music, storytelling,
like-minded organisations in order to develop
comedy and chat. AMD week is an annual
better services for our members, policies to
endeavour and we look forward to being
promote an innovative and progressive research
involved again in 2013.
environment, and to ensure that patients have
access to emerging therapies that are safe and
Strategy
effective. We are represented on, and were
instrumental in the development of the Medical
November 2012 saw the launch of a new
Research Charities Group (MRCG), the Irish
Strategy for Fighting Blindness, which has
Platform for Patient Organisations, Science and
already proved to be a useful and grounding
Industry (IPPOSI), and the Genetic and Rare
resource, providing a consistent direction and
clear focus in all aspects of what we do, and how Disorders Organisation (GRDO) to progress
progress collaboration, and these three groups
each element integrates. As we head into our
continue to work effectively together. In 2012
30th year, it is encouraging to see how far we
we advocated to ensure that basic research was
have come, since the founding members met
included in the Forfas Research Prioritisation
around a kitchen table, to now where we can
Exercise. Through this exercise state funds will be
look with hope at the €10 million euro that has
targeted towards research based on economic
been invested in research since our inception
return and, more specifically, job creation. It is
and the scientific milestones that have been
achieved. The process of developing the strategy essential that basic research continues to be
has given us a revised, robust mission statement supported. For example Genable Technologies
Limited is now working towards human clinical
that more accurately reflects our values.
trials for a treatment for a dominantly inherited
form of retinitis pigmentosa.
16
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Mary Kennedy (RTE) and the Nolan Sisters during AMD Week
Dr. Paul Kenna the 2012 recipient of the Anne Byrne Award
with Mary Lavelle and Avril Daly of Fighting Blindness

January – December 2012
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This is a company that emerged out of the basic
research funded by this organisation since the
mid-1980s. If there is no state support for basic
research, projects like ours would not have the
opportunity to be progressed to the crucial preclinical stage.
We also work with IPPOSI, a patient led
partnership. This platform provides a structured
way of facilitating interaction between the three
key membership groups (patients’ organisations,
scientists and industry - and where possible
with state agencies) on policy, legislation and
regulation around the development of new
medicines, products, devices and diagnostics for
unmet medical needs in Ireland.
European Conference on
Rare Disease and Orphan Drugs
In May 2012 our CEO, Avril Daly, gave the
opening address at the European Conference on
Rare Diseases in Brussels. The conference which
takes place every two years was organised by
The European Organisation for Rare Diseases EURORDIS and The Drug Information Authority
(DIA) in partnership with the European
Commission, the European Medicines Agency,
and the National Organisation for Rare Diseases
in the United States (NORD), ORPHANET, and
Industry through the EFPIA-EBE-EuropaBio.
The event was attended by over 850 delegates
from the EU, the US, Asia and South America.
The overarching theme of this year’s meeting
was development of Orphan Drugs for rare
conditons. Delegates from Ireland represented
patients, clinicians, researchers and industry
representatives who are working with the
Department of Health on the development of
a National Strategy for Rare Diseases. Other
presentations focused on screening, patient-led
research and advocacy. The next ECRD meeting
will take place in Berlin in May 2014.
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At the EURORDIS membership meeting which
took place prior to the ECRD, Avril Daly was
re-elected to its Board of Directors for a second
term and was appointed Vice President of
EURORDIS. EURORDIS is one of the largest
Patient Organisation groups in Europe, with
over 500 member associations such as ours,
representing millions of people affected by
rare diseases globally. Fighting Blindness has
been a member since 1997 and our work with
this group has enabled us to be informed and
expert so that we are at the leading edge of
policy development around rare diseases in
Ireland. This ensures that our members’ voices
are contributing to international dialogue and is
hugely important in patient empowerment and
advocacy activities.
Retina International World Congress
Delegates from Fighting Blindness attended
the Retina International World Congress in
Hamburg in July 2012. The General Assembly
was especially significant for Fighting Blindness
as we presented our feasibility study to establish
a secretariat for Retina International. The
proposal, which included strategy and funding
mechanism proposals as well as an analysis of
the necessity and importance of the step, was
unanimously accepted. The plan is now being
put into motion and we are exploring funding
avenues and preparing for the recruitment
of a Development Executive. It was further
accepted that the secretariat be based in the
Fighting Blindness office in Ireland in these
initial stages. This will give us access to the very
latest international information on research into
retinal conditions and about what is happening
in other organisations throughout the world. It
is an exciting step resulting from the global need
to provide efficient dissemination of information
to patients all over the world. There are so many
emerging therapies and clinical trials taking place
that it is essential that patient organisations and
the people they represent are staying informed
and educated about all of the issues concerned.
Due to the volume of information that is now
available, it is no longer realistic to do this on
a voluntary basis; therefore, it is essential that
plans are put in place to have dedicated staff
concentrating on this area.

Presentations: IPA (Off label drugs)

Anne Byrne Award

In March 2012 Fighting Blindness presented
at an Irish Patient Association meeting to
discuss patients’ safety, patients’ rights and
pharmcovigilance, as illustrated by a case study
in off-label prescribing. The debate concerned
prescription medicines and patients’ rights
around the use of off-label medicines. “Offlabel drugs” are those that are applied for a
use that is not included as an indication on the
drug’s label, as approved by regulators.Such
use is justified when it meets an unmet medical
need – and is often essential when there is no
alternative treatment or therapy available. As
a patient-led organisation, one of our most
salient, uncompromising, constitutional values
is to ensure that the needs and priorities of our
members are the needs and priorities of the
organisation. Our vision and purpose oblige
us to get involved in the issues. Participating
in discussions like this is therefore of great
importance to us.
We asked questions from a patient perspective:
Does an alternative or labelled treatment or
therapy currently exist? Is it accessible? Is it
effective? Does benefit outweigh risk? And
finally, are patients aware of their options, if
any? The most important factors are efficacy,
safety and accessibility. Fighting Blindness will
continue to involve and represent its members
in topics like this, to ensure that the patient
voice is informed and assertive. Please do get
in touch if you’d like to know more about our
empowerment and advocacy activitites.

The Anne Byrne Memorial Award is presented
annually to a Fighting Blindness member who
has demonstrated outstanding commitment
to the organisation. The 2012 recipient was
Dr Paul Kenna and recognised his service to
our members over the last 20 years. Paul has
dedicated his life’s work to research into finding
treatments and cures for blindness and we are
truly grateful to him for his work, integrity and
determination to fight blindness.
Geraldine Duggan Memorial Award
Geraldine Duggan was a founding member of
Fighting Blindness and we were greatly saddened
when she passed away in November 2011. She
had a great belief in the organisation and took a
no-nonsense attitude towards science, regularly
challenging scientists at the AGM to explain
how their work would affect patients, keeping
the focus on developing treatments and cures.
In recognition of her determination, we have
established the Geraldine Duggan Memorial
Award. The award will be presented annually
to the winning scientific poster submitted
during our Retina Conference. The inaugural
presentation was made in November 2012 to
research fellow Alison Reynolds for her poster
entitled “Discovery of a novel anti-angiogenic
compound in zebrafish”. Alison is an exceptional
young scientist working closely with Dr Breandan
Kennedy in the Conway Institute at UCD.

Access to Innovation
We participated in the IPPOSI Roundtable
on Access to Innovation as a key contributor.
This meeting was designed to stimulate
debate through sharing of expert opinions
and discussion around the area of access to
innovative treatments. Our standpoint centres
on enabling informed consent for patients
through a fair, equitable and transparent system
and we are pleased to be ensuring that patient
groups are leading the discussion in this area.

January – December 2012
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Avril Daly, CEO with Dr James Reilly,
Minister for Health, at Farmleigh, June 2012
Gerry Kerr (Fighting Blindness), Des Cahill (RTE)
and Mick Galwey (former Munster and Ireland
rugby player) at the Sporting Lunch
We have a strong and dedicated board
of directors
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Fighting Blindness
was founded by
patients to support
and empower each
other, while never
losing sight of the
ultimate goal of
curing blindness.

January – December 2012
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OVERVIEW OF 2012
2012 was another challenging year in
fundraising as the continuing effects of
the economic recession were felt by most
organisations in the not-for-profit sector.
Fighting Blindness is over 90% funded by
generous donations from individuals and
companies and we are very mindful of
the competing pressures on people and
organisations so would like to thank everyone
for their continued support.
Our fundraising income reached over €1 million
and was just over 15% behind our target for
the year. Most campaigns continued to perform
strongly and most of the shortfall can be
explained by projects starting slightly later than
expected or being deferred for other reasons
e.g. the associated research expenditure was not
incurred in 2012.
Tony Ward, Head of Fundraising

Fundraising
Report

Our treks and events continued to perform
strongly as did our national raffle and private
members draw. Community fundraising is always
a very competitive area and our core supporters
continued with their initiatives and we are
hugely grateful to them for all their hard work.
Plans for 2013
We have a number of planned events and
collaborations in 2013. Most significant of these
is our upcoming opportunity to be nominated as
one of the GAA’s charities of the year. We have
very strong ties with the GAA, having members
all over the 32 counties, many of whom are
keen GAA supporters and some of whom have
represented their clubs and counties. We
are really looking forward to this and hope
to maximise the fundraising and awareness
potential it will bring.
We also hope to push forward our existing
campaigns and develop and participate in some
new events, e.g. a Blindfold Challenge planned
for August 2013 and a team of cyclists entering
the Paris2Nice event in September.
Sport personalities Mick Galwey
and Ruby Walsh at the Sporting Lunch
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Personnel
We said goodbye to some of our fundraising
team during the year. Our head of fundraising,
Elaine Leinaweaver, headed off to pastures new
in the USA and we are really sorry to see her
go after five years with the organisation. Elaine
initially joined to manage our direct marketing
campaigns and took over the role of Head of
Fundraising in 2009. We wish her well in the
future.
During the year we also said goodbye to
Clare White, who was our direct marketing
coordinator, and Martina Madden who had
joined us on a maternity cover contract.
We were delighted to welcome some new faces
to the team during the year. Rita Dolan joined
as direct marketing coordinator in May, Michael
Ryan joined as community fundraising officer
in August and Tony Ward joined as new Interim
head of fundraising in September. Tony has had
a long association with Fighting Blindness and
served on the Board of Directors for many years.
We wish all of these new staff members well in
their new roles.
We believe we are close to the goal we set
for ourselves 30 years ago: to find a cure for
blindness. We can only achieve this with your
help and sustained investment in the innovative
research happening in laboratories across
Ireland. Simply put, we could not continue our
work without the support of many people who
work so hard to raise the funds that are making
our vision a reality. Thanks to your commitment
and dedication, we get closer every day to
finding treatments and cures for blindness.

•	Public Funding: 10%
	These sources comprise funding from the
HSE to support our counselling service and
co-financing funding through the Health
Research Board (HRB) for specific research
projects.
• Companies and individuals: 90%
	These sources include fundraising from
campaigns, treks and events, community
events and donations from companies and
individuals.
Where your money goes
Our three expenditure priority areas are those
identified in our strategic plan, A Vision for the
Future. These are:
Cure – investment in research
In 2012 Fighting Blindness invested €357,249
in research, and plans to significantly increase
this to €750,000 in 2013. This finances research
projects within our strategy including gene
and cell therapies, compound therapies and
population studies. All of our work is currently
based in Ireland.
Support – investment in our Insight
Counselling Service
Our Insight Counselling Service costs €150,000
to support and provide a unique counselling and
therapy service to those individuals and families
who are affected by sight loss. In 2013 we intend
to expand this service outside of the Dublin area.
Empower – investment in education,
outreach and advocacy

This year we intend to invest €170,000 in the
empowerment of our members. As treatments
How We Raise Money
and cures get closer to clinical trials, the
investment in education and advocacy becomes
You might find it interesting to know something
ever more important. We strive to provide
about the breakdown of how we receive and
information to our members and to enhance
utilise funds within the charity. The following
segment outlines our financial operations across the links between patients, organisations and
our priority areas, outlined in our strapline: Cure, companies involved in potential treatments.
Support, Empower.
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Conclusion
We are keenly aware that the purpose of
fundraising in Fighting Blindness is to provide the
platform and the funding that is the life-blood of
the organisation. This requires our full attention
in these challenging times, and we intend to
make the most of all of our opportunities. Finally
– and we cannot say this enough – we are so
grateful to all of our fundraisers and supporters
for their hard work and ongoing dedication.

Fighting Blindness supporters taking part in the
Glendalough Challenge, November 2012
PMD Car Winner Summer 2012: Patrick and Mary Reid
from Kilcock, Co Kildare won a car in May 2012 through
the Private Members Draw. Pictured here are Mary Reid with
Brian McConnell, Windsor Dealers Bray, and
Rita Dolan, Fighting Blindness
Venice Cycle: A group of supporters on the Venice Cycle,
September 2012
Skydive: A volunteer raising funds by jumping out of a plane!
(Next page) Fighting Blindness supporters on the India Trek,
November 2012
January – December 2012
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INSIGHT COUNSELLING CENTRE
2012 marked the tenth anniversary of
the Insight Counselling Centre. Since its
establishment the centre has been providing
practical help, emotional support and
psychotherapy to individuals experiencing
sight loss, as well as to their families. Sight loss
impacts in many different ways and at many
different levels on individuals and their families.
The onset of sight loss can change one’s
relationship with self and others, and reaching
out for support in these circumstances can be
very beneficial. The centre provides a safe place
for exploring matters of concern and help in
finding a way through what can be a difficult
and frightening time.
Our Dublin city centre location is very accessible
and well serviced by public transport. For those
unable to travel for whatever reason, we also
provide a telephone and Skype service.
Mary Lavelle, Head of Counselling

Insight
Counselling
Centre

(Previous page)
Fighting Blindness supporters
on the India Trek,
November 2012
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To date over 400 people have availed of the faceto-face service. Many others have contacted us
by telephone and email requesting information,
guidance, referrals and links to other related
services.
For some time we felt that there was a need to
provide a forum for people to help each other
get maximum benefit from ever increasing
assistive technology. So during 2012 we
established the Exchange Club, which provides
a meeting place for users of mobile phones with
Talks, iPhones with voiceover and interface with
laptaps, and other items of technology. The club
meets each Monday between 11 a.m. and 1 p.m.
at the centre and members help each other to
answer questions and solve problems in relation
to assistive technology.

During the year our monthly support group
meetings in Dublin and Cork continued. The
support groups provide the opportunity to share
the experiences of sight loss and to offer support
and information to each other. The Dublin group
meets at the centre, while the Cork group meets
at the headquarters of the Irish Guide Dogs.
We wish to extend our thanks to the Irish Guide
Dogs for generously providing this venue.
We continue to provide a support service at both
the Royal Victoria Eye and Ear Hospital and the
Mater Hospital in Dublin each Wednesday and
Thursday morning, respectively. We wish to
thank Dolores Leavey who gives so generously of
her time at the Eye Clinic in the Mater Hospital.
Outreach meetings were held in Cork and
Wexford during 2012, which were very well
attended and very successful. We plan to
continue to hold outreach meetings during 2013.
We are very grateful for the continuing financial
support of the Health Services Executive, without
which this service could not be provided. We
would also like to thank our corporate sponsors
for their support for the centre. In particular,
we wish to express our appreciation to Dublin
Bus who in 2012 awarded us a grant under their
Community Spirit Award Programme.
We also wish to thank all those who take part
and support Fighting Blindness events. Your
contribution is invaluable to the development of
this vital service.
If you would like any further information or if we
can help in any way, please do not hesitate to
contact us at (01) 674 6496 or email - insight@
fightingblindness.ie
Mary Lavelle
Head of Counselling

January – December 2012
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Jim Brady, Finance Manager

Financial
Report
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Statement of Financial Activities
(including Income and Expenditure Account)
for the period 1st January 2012 to
31st December 2012

01/01/2012 to
31/12/2012
€

01/04/2011 to
31/12/2011
€

422,559
1,479,951
5,422
1,907,932

339,728
1,302,174
2,705
1,644,607

Costs of Generating Funds

899,772

863,224

Net Incoming Resources

1,008,160

781,383

Charitable Activities
Governance Costs

780,363
11,354

556,275
6,546

Total Resources Expended

1,691,489

1,426,045

Net Incoming Resources

216,443

218,562

Balance Forward at 1st January / 1st April

534,708

316,146

Balance Forward at 31st December

751,151

534,708

Incoming Resources
Incoming Resources from Generated Funds
Voluntary Income
Activities for Generating Funds
Investment Income
Total Incoming Resources
Resources Expended

Statement of Total Recognised Gains and Losses
There are no recognised gains or losses other
than those disclosed in the Statement of Financial
Activities for the year.

Income and Expenditure
The gross income of €1,907,932 and net
contribution of €1,008,160 to 31st December
2012 shows a satisfactory outcome and was in
line with a similar period from last year. From
January 1 to December 31, Fighting Blindness
invested €357,249 in research (€2011 €310,600).
These figures include funds invested as part of a
commitment to Genable Technologies Limited and
this investment is shown as a Balance Sheet item.

January – December 2012
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Balance Sheet as at 31st December 2012

2012
€

2011
€

4,532
518,092
522,624

7,688
518,092
525,780

51,128
730,077
781,205

96,966
777,876
874,842

Creditors: Amounts falling due within one year

(552,678)

(865,914)

Net Current Assets

228,527

8,928

Total Assets Less Current Liabilities

751,151

534,708

Financed By: Accumulated Reserve

751,151

534,708

Fixed Assets
Tangible Assets
Financial Assets

Current Assets
Debtors
Cash at Bank

Bankers:
AIB Bank plc.,
37/38 Upper O’Connell Street
Dublin 1
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Auditors:
BFCD Chartered Accountants,
1 Castlewood Avenue
Rathmines
Dublin 6

Solicitors:
M.J. Kennedy & Co.,
Parochial House
14 Main Street
Baldoyle
Dublin 13

Income and Expenditure

Auditor Opinion

The information above has been extracted from
the financial statements of Fighting Blindness
for the year ended 31st December 2012. The
auditors have reported without qualification on
those financial statements which are available
upon request from Fighting Blindness. The
Financial Statements are presented in a form to
comply with the Statement of Recommended
Practice (SORP) for charities.

In our opinion the Financial Statements give a
true and fair view of the state of the Company’s
affairs as at the 31st December 2012 and of its
surplus and cash flows for the period then ended
and have been properly prepared in accordance
with the Companies Acts, 1963 to 2012 but
excluding the provisions of the Companies
(Amendment) Act, 1986.

Balance Sheet
The surplus for the year amounts to €216,443
(€2011 - €218,562) increasing the Accumulated
Reserves to €751,151 at 31st December 2012
(2011 - €534,708). This is a positive outcome
when the economic environment is considered
and will enable Fighting Blindness to support
research projects where appropriate into the
future.
The indications throughout the industry are
that 2013 will be a more challenging year for
fundraising. In spite of this we are confident
that the structures implemented over the past
couple of years, and the strategic development
launched in late 2012, will assist us in the
achievement of our ambitious targets. We
continue to invest in the long term sustainability
and stability of the organisation through the
development of volunteer-led fundraising and
reduction of costs. The Directors believe it is
appropriate to prepare the Financial Statements
on the going concern basis.

We have obtained all the information and
explanations we consider necessary for the
purposes of our audit. In our opinion proper
books of account have been kept by the
Company. The Financial Statements are in
agreement with the books of account. In our
opinion the information given in the Director’s
Report is consistent with the Financial
Statements.
Margaret Deehan
For and on behalf of BFCD
Chartered Accountants
And Registered Auditors
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(Previous page)
Shane Byrne with young
FB supporters
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Staff, members, researchers and
guests at Fighting Blindness events
throughout the year
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37

We continue to
operate in turbulent
times for the country
and its finances,
but despite the
challenges that come
with this, we have
been invigorated by
the steady and kind
support from our
many members
and friends.
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Board Of Directors
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1. Kevin Bowers – Chairman
2. Ronan Holahan – Treasurer
3. Patricia Burke – Secretary
4. Michael Griffith
5. Gerry Kerr
6. Ena Prosser
7. Yvonne Campbell
8. Debbie Fernandez
9. Gerard Comerford
10. David Keegan
January – December 2012
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Our vision is to
cure blindness,
support those living
with sight loss, and
empower patients

Fighting Blindness
1 Christchurch Hall,
High Street, Dublin 8, Ireland
T: +353 1 709 3050
F: +353 1 709 3010
E: info@fightingblindness.ie
W: www.FightingBlindness.ie
Reg Charity No: CHY 6784
Company Number 109625

