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Welcome

Dear members, supporters and friends, 

I hope this newsletter finds you and yours 

healthy and safe. As I write this, the country is in 

Level 3 restrictions and we are very conscious 

of the challenges that it presents to you. Do not 

hesitate to contact us, as we will help in any way 

we can.  

Faced with this uncertainty, we have made the 

decision to host our annual Retina conference 

online this year. Whilst we’re saddened to miss 

the opportunity to meet you all in person, we’re 

confident that we will deliver an engaging,  

innovative and – most importantly – safe virtual 

event. 

On Public Engagement Day (Saturday 7  

November) we’ll welcome a selection of  

fantastic speakers including international rugby 

star Ian McKinley, Judith Potts, Ben Shaberman 

and Claudette Medefindt. 

Judith Potts, the founder of Esme’s Umbrella 

Group, will speak about Charles Bonnet  

Syndrome and her mission to raise awareness 

about the condition. This week we launched  

a survey to capture the prevalence and  

experiences of Charles Bonnet Syndrome in  

Ireland. If you’re living with a visual impairment,  

I encourage you to take the survey and be part 

of this important study. 

Head to our website to read the full agenda and 

book your free ticket. I look forward to seeing 

you all there. 

We are calling on the HSE to reimburse the 

life-changing gene therapy, Luxturna. We are 

disappointed with the announcement from the 

NCPE not to recommend funding for Luxturna. 

It is our utmost priority to challenge this decision 

on behalf of our community. 

I’d like to take this opportunity to thank everyone 

who took part in or donated to our various  

fundraising initiatives over the past few months.  

Head to pages 11 and 12 to read about the 

Steps for Sight success and the outcome of the 

Victoria Smurfit raffle. 

I’d also like to extend a special thanks to the 

Terry McCormack Memorial Cycle team who  

organised a virtual event this year and raised 

over €3,000 for the charity. 

The outpouring of support and generosity –  

particularly during such a difficult time – is  

incredible. From the Fighting Blindness team and 

our board – thank you. 

Kindest regards,

Kevin Whelan 

CEO

https://www.fightingblindness.ie/news/launch-of-our-charles-bonnet-syndrome-survey/
https://www.fightingblindness.ie/events/public-engagement-day-2020/
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Retina 2020

Retina 2020 – virtual Public Engagement Day

One of the biggest calendar events in the year 

is the Retina Conference. 

Due to the challenges of Covid-19, we will be 

unable to host a face to face meeting this year. 

However, committed as ever to engaging with 

our members, the Public Engagement Day will 

take place over the video conferencing  

platform Zoom on Saturday, 7 November 2020. 

We’re excited to welcome you to an action 

packed day full of engaging talks and  

presentations. 

Ben Shaberman, Director of Scientific Outreach 

at Foundation Fighting Blindness will provide 

an overview of clinical trials and recent research 

developments. Judith Potts, Founder of the UK 

charity Esme’s Umbrella will present on Charles 

Bonnet Syndrome.     

Claudette Medefindt, the President of Retina 

South Africa will share tips and advice around 

self-care and empowerment. 

Additional talks will provide guidance around 

looking after your eye heath in these uncertain 

times and the many supports and services  

available to those living with sight loss. 

As this is a shorter online event, we are unable  

to facilitate the condition specific breakout  

sessions. We recognise this is a major highlight 

for our members and we are excited to  

announce that a series of condition specific  

webinars will take place early in 2021. 

This ensures we can give this incredibly  

important element the time and attention that  

it deserves. 

Register for your free ticket to the  

Retina Public Engagement Day.

https://www.fightingblindness.ie/events/public-engagement-day-2020/
https://www.fightingblindness.ie/events/public-engagement-day-2020/
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New research study into Charles Bonnet Syndrome

Research

Charles Bonnet Syndrome (CBS) is a side  

effect sometimes associated with sight loss. 

It can involve seeing visions or images that 

are not there. 

For example, some people describe seeing  

animals sitting next to them or seeing people 

in Victorian clothing. Others may see objects, 

shapes or images of walls. Experiences can  

vary greatly from person to person. 

Often the visions are described clinically as  

‘hallucinations’ but it is important to note that 

this is not a mental health condition. Whilst the 

exact cause is not completely understood, it is 

believed to be the brain trying to “fill in or  

replace the gaps” left by sight loss. For some 

people, these visions can be very frightening as 

they can be realistic and appear unexpectedly. 

CBS is quite common but many people are 

reluctant to share these experiences with their 

doctor and go undiagnosed. As such, there is  

a need for greater awareness.

Fighting Blindness is delighted to partner  

with scientist Dr Alison Reynolds at UCD on  

a research study to better understand the  

experiences of those living with Charles  

Bonnet Syndrome in Ireland. 

A survey is now open to all those living with  

sight loss, including those that do not  

experience CBS. It is important for us to also 

capture the latter so that we can truly identify  

the prevalence of this condition in Ireland. 

Take part in our survey on Charles Bonnet 

Syndrome online. 

ORBITAL – developing non-invasive drug delivery 

The ORBITAL ITN celebrated the completion 

of its first year this September, hosting a  

series of virtual meetings throughout the 

month in which all  team members came  

together to discuss successes, challenges 

and how to proceed into the next year.

ORBITAL is an innovative EU funded programme 

that will recruit and train early stage researchers 

(PhD students) in the area of drug delivery. 

Despite the inability to host in-person  

consortium-wide meetings, ORBITAL was still 

able to ensure the early stage researchers, 

partners and beneficiaries spent time together 

virtually. 

The April 2020 kick-off meeting, a three-day, 

multi-staged virtual event, brought over 65 

members together through innovative and 

ground-breaking workshops, online  

presentations, and special talks from clinician 

and patient perspective partners. 

To remain up to date on all recent news from 

ORBITAL, visit www.orbital-itn.eu. 

https://www.fightingblindness.ie/living-with-sight-loss/eye-conditions/charles-bonnet-syndrome/
https://www.surveymonkey.com/r/R3GYRSD
https://www.surveymonkey.com/r/R3GYRSD
http://www.orbital-itn.eu
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Spotlight on Dr Adrian Dockery, Target 5000

Target 5000 is a unique programme that 

brings together several research and clinical 

teams, to combine medicine and genetics. 

Dr Adrian Dockery, a key member of the  

research team, is based at Trinity College  

Dublin. We recently spoke with Adrian who  

gave us an insight into his role. 

He explains that Target 5000 begins when a 

person visits their ophthalmologist (eye doctor) 

for an examination. If a genetic form of a retinal 

degeneration is suspected, a blood or saliva 

sample is taken and sent to the lab for testing. 

It is at this point that Adrian becomes involved.  

He extracts the genetic material (DNA) from 

the sample and begins the complex process of 

trying to find the genetic mutation or variation 

in the DNA that may be responsible for causing 

sight loss. 

Adrian has always been interested in science 

and said, “Once I started studying genetics  

in university, I knew a role in medical genetics  

was my dream job. I found it so fascinating,  

everything from the diagnostics to the potential 

for therapies.” 

Working in retinal research at the genetic level 

fascinates Adrian and he firmly believes this is  

a very exciting time to be working in the field.  

Adrian is very optimistic about the future of  

retinal research and that he hopes “now that  

Research

one therapy, Luxturna, has received EU  

approval, many promising treatments will follow 

close behind it.”

Read the full interview with Dr Adrian Dockery.

https://www.fightingblindness.ie/how-we-can-help/research/target-5000s/about-target-5000/
https://www.fightingblindness.ie/how-we-can-help/research/target-5000s/meet-your-team/enhancing-and-expanding-the-utility-of-target-5000/
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A message from Peter O’Toole, Support Services

In advance of World Mental Health Day on 

Saturday 10 October, our Head of Support 

& Counselling, Peter O’Toole reflects on our 

experience this year.

The world is continuing to feel the impact of the 

on-going global health emergency – Covid-19. 

We’ve seen this impact on the mental and  

emotional health of the people that we know, 

personally, professionally and in our various 

communities. 

We have witnessed the raising levels of anxiety, 

fear, isolation, disempowerment and emotional 

distress that have affected so many.

However, we have also noted the resilience  

displayed by individuals, organisations and  

communities who have regrouped and  

dedicated themselves to relaunching,  

regenerating and responding during this  

difficult time. 

We would like to commend and thank all our 

members and service users for the very evident 

spirit of support and connection shown over the 

last few months. 

This time has shown us that although we have 

been separated by distance, we have also been 

able to remain connected in many ways that 

matter.

Support

We’d like to take the time to remind you of the 

many services we have available through our 

Support & Counselling Service – some regular 

and enduring services and also a range of new 

offers developed in 2020.

If you would like to find out more about  

counselling or other emotional health supports, 

please join our Facebook Live Q&A on Friday 9 

October at 2pm. I'll be talking about how we can 

look after our mental health during this difficult 

period. 

Wishing you all the very best,

Peter & the Insight Counselling & Support team

https://www.fightingblindness.ie/covid-19/
https://www.fightingblindness.ie/covid-19/
https://www.facebook.com/events/662814317972436/
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Support

New support groups launched on Zoom 

Over the past month we launched two new 

peer support groups – Horizons and  

Directions. 

Vital support can often be found through  

meeting with others who have faced similar 

difficulties. Our online peer support groups are 

proving particularly popular during this difficult 

time. 

Horizons – run in partnership with Féach - is a 

pilot peer support group for parents of children 

living with sight loss. 

It starts on Thursday 8 Oct and will run on the 

second Thursday of each month on video  

conferencing platform Zoom. 

There are still some spaces available on the 

group. To find out more, please contact us on 01 

674 6496 or email insight@fightingblindness.ie.

Living with sight loss at a young age can be  

difficult. Depending on what stage of your life 

you’re in, you might face different obstacles.

Priorities relating to study, embarking on further 

education, job-seeking, securing independence 

and relationship difficulties can often be difficult 

to navigate and manage.

Directions is our new support group for young 

people aged 18-30 living with sight loss.  

The group kicked off online on Thursday 24  

September and is full. 

The Visionaries Choir have recommenced 

their weekly sessions on video conferencing 

platform Zoom. They meet every Saturday and 

are always looking for new members.  

Visionaries Choir – the show must go online! 

Singing in a choir offers lots of physical and 

mental benefits, we encourage everyone to give 

it a go! If you would like to learn more, contact 

Frank on fxjkelly@gmail.com. 

mailto:insight@fightingblindness.ie
mailto:fxjkelly@gmail.com
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Support

Living with Sight Loss online course success

The new virtual version of our Living with 

Sight Loss course launched in June and  

received an enthusiastic response from  

participants.  

Over five weeks the course, delivered on the 

video conferencing platform Zoom, examined a 

number of subjects relevant to people who are 

living with sight loss.

We welcomed speakers from NCBI, Vision 

Sports, Irish Guide Dogs and Sight & Sound 

Technology to discuss the services they provide 

and to answer people’s questions, as well as 

talking about the day-to-day challenges of  

living with sight loss.

Participants felt empowered by the information 

and experience shared in the group and  

discussions were both practical and focused, 

whilst also friendly and easy-going. Speakers 

were frank and forthcoming in their answers. 

People came away feeling they had more  

confidence about how to go about getting the 

supports they need and finding solutions to the 

problems that inevitably come with sight loss.

Participants found the online delivery  

convenient, interactive and dynamic. A definite 

thumbs-up from everyone!

Connor (30), one of our participants said, “The 

course was brilliant. I only lost my sight earlier 

this year and I picked up a lot of useful 

information – about everything from assistive 

technology to the benefits of counselling. 

"My partner Aoife learned even more than I did, 

she thought it was great. We both recommend 

the course to anyone living with sight loss and 

their family members.”

A subsequent course is running in September 

and is fully booked. However, we will be running 

our third and final course of 2020 in November. 

To find our more contact us at 

needtotalk@fightingblindness.ie or 01 674 6496. 

mailto:needtotalk@fightingblindness.ie
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Advocacy

We’re calling on the Health Service Executive 

(HSE) to reimburse a life-changing gene  

therapy, voretigene neparvovec (Luxturna), 

and to provide access to people in Ireland 

living with severe vision loss due to an  

inherited retinal dystrophy (IRD) caused by 

biallelic RPE65 mutation.

This follows September’s announcement by the 

National Centre for Pharmacoeconomics (NCPE) 

and its recommendation that ‘the HSE  

consider not funding voretigene neparvovec  

unless its cost effectiveness (value for money) 

can be improved.’

Luxturna treats (RPE65-mediated) inherited 

retinal dystrophies, including forms of retinitis 

pigmentosa (RP) and Leber congenital  

amaurosis (LCA). 

The NCPE will send their recommendation to the 

HSE who will look at all the relevant data about 

voretigene neparvovec (Luxturna). The HSE 

makes the final decision on reimbursement.

Dr Laura Brady, Head of Research said, 

“For almost four decades, Irish patients have 

supported medical research in the hope of  

discovering treatments and cures and this  

community believes that one is long overdue.  

Inherited retinal degenerations are ‘actionable 

diseases’ with the potential to dramatically 

improve the overall well-being and quality of life 

for both the patient and wider family. Luxturna 

is now available in the UK and other European 

Luxturna not recommended for reimbursement
countries and we wish to have the same  

opportunities afforded for our community in  

Ireland. 

Kevin Whelan, CEO of Fighting Blindness added, 

“The degenerative nature of these conditions 

can limit every aspect of a patient’s life both on 

a day to day basis but also across their lifespan. 

With no other treatment available, Luxturna fulfils 

a significant unmet need and health gap in Irish 

eye-care. It is the first and only medicine to  

address the underlying cause of these  

conditions. Fighting Blindness firmly believes 

that with investment into this patient cohort, the 

costs associated with care and support across a 

patient’s lifetime will be reduced.”

The NCPE summary report in plain English is 

available on their website.

In July, we submitted a supporting document to 

the health technology assessment for voretigene 

neparvovec in Ireland. 

We will continue to campaign on your behalf for 

the reimbursement of Luxturna in Ireland.

If you are the parent of a child living with retinitis 

pigmentosa (RP) or Leber congenital amaurois 

(LCA) and you’re willing to share your story – 

please do get in touch with us.

If you have any questions or would like to share 

your story, please email 

research@fightingblindness.ie.

http://www.ncpe.ie/drugs/voretigene-neparvovec-luxturna/
http://www.ncpe.ie/drugs/voretigene-neparvovec-luxturna/
http://www.ncpe.ie/drugs/voretigene-neparvovec-luxturna/
http://www.ncpe.ie/drugs/voretigene-neparvovec-luxturna/
https://www.fightingblindness.ie/living-with-sight-loss/eye-conditions/retinitis-pigmentosa-rp/
https://www.fightingblindness.ie/living-with-sight-loss/eye-conditions/retinitis-pigmentosa-rp/
https://www.fightingblindness.ie/living-with-sight-loss/eye-conditions/leber-congenital-amaurosis-lca/
https://www.fightingblindness.ie/living-with-sight-loss/eye-conditions/leber-congenital-amaurosis-lca/
http://www.ncpe.ie/wp-content/uploads/2019/10/Plain-English-Summary-Voretigene-neparvovec-Luxturna.pdf
mailto:research@fightingblindness.ie
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Over half (54%) of people living with sight loss 

experienced a decline in their mental health 

during lockdown, according to our recent  

survey. 

 

Many of those living with a visual impairment 

are already dealing with anxiety, isolation and 

self-esteem issues. In the survey, 45% said that 

pre-existing mental health problems had gotten 

worse during the Covid-19 crisis.

We're tackling the situation with a free support 

service that includes individual telephone  

counselling but also a range of online groups 

that focus on a peer support approach. 

Demand for the service has grown significantly 

Advocacy

Impact of Covid-19 on people living with sight loss
since March and weekly mindfulness sessions 

and a virtual coffee morning are particularly 

popular.

76% of people surveyed told us that they found 

it difficult to follow social distancing rules 

because of their eye condition. Over a quarter 

experienced difficulties with their grocery 

shopping; many struggled to secure a delivery 

slot with others unable to see and follow floor 

markings in stores.

Thank you to everyone who completed our 

survey. We’re looking forward to engaging with 

the new Minister for Health to highlight how vital 

specialised support is for people living with sight 

loss in Ireland.

The National Transport Authority would like 

your feedback on how accessible you find the 

public transport system in your area.

The NTA operate the public transport system 

by contracts with Dublin Bus, Bus Eireann, Irish 

Rail, Luas, Go Ahead and Local Link. They also 

provide licences to taxi’s and private buses and 

coaches.

You can complete the survey online or download 

a Word version to complete and return by post 

or email to the NTA.

The deadline for completion is Thursday 29 

October, 2020.

National Transport Authority survey 
The surveys can be returned by: 

Email:

Accessibility@nationaltransport.ie

Post:

Transport Accessibility Manager

Dún Scéine

Iveagh Court

Harcourt Lane

Dublin 2

D02 WT20

If you would like someone to call you and assist 

you with the survey please send your contact 

details to accessibility@nationaltransport.ie and 

someone will call you back.

https://www.transportforireland.ie/getting-around/accessible-travel-information/ 
https://www.transportforireland.ie/getting-around/accessible-travel-information/ 
mailto:accessibility@nationaltransport.ie
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Fundraising

Thank you to everyone who took part in our 

first ever virtual challenge, Steps for Sight. 

More than 140 people signed up for the  

challenge, choosing to walk, jog or run 21km or 

42km over the month of June. All our wonderful 

walkers, joggers and runners raised over €9,400 

to support people living with sight loss in Ireland! 

We would like to congratulate all our prize  

winners. We would like to say a special thank 

you to our top fundraiser Esther Doyle, who 

raised a whopping €1,231 and won a hamper  

full of goodies for her efforts!

When we launched Steps for Sight, we offered 

a number of great prizes including €50 One4All 

vouchers for the top times in both challenges.

This was our first ever virtual challenge and 

unfortunately we did face some technical issues. 

We know many of you experienced problems 

with the Your Virtual Race app and we’re sorry 

this happened.

Steps for Sight success in June
The technical problems meant that race times 

were not accurately recorded. Instead of the 

leaderboard reflecting the fastest participant, it 

listed the people who finished the challenge first.

So, in the spirit of fairness, we awarded a €50 

voucher to the two participants who topped the 

leaderboards. We also added two more prizes to 

the raffle for everyone who took part in Steps for 

Sight to apologise for the problem.

Congratulations to all our brilliant prize winners. 

Steps for Sight was proudly empowered by our 

corporate partner its4women.ie.

 

Winners 

Raffle for all participants

1st prize €100 One4All voucher – Laura Whelan

2nd prize €50 One4All voucher – Helen Moran

3rd prize €50 One4All voucher – Aine Breen

 

Top of the leaderboard

Half marathon – Joan Kelly

Marathon – Breandán Kennedy

http://www.its4women.ie
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Fundraising

We’d like to extend a big thank you to our  

ambassador, Victoria Smurfit, for her  

generosity in organising a holiday prize draw 

to support our work.

Over 380 people donated €5, $5 or £5 on  

Victoria’s JustGiving page to be in with the 

chance to win a three night stay for two people 

in The Blonde Hedgehog, a boutique hotel in 

Alderney, one of the Channel Islands. 

Victoria Smurfit's raffle raises over €8,000
Congratulations to Karina from Kildare who won 

a holiday for two! Karina is a Fighting Blindness 

supporter and lives with retinitis pigmentosa. 

When it's safe to do so, she'll be jetting off on a 

private plane to Alderney! 

Thank you so much to everyone who took part 

and helped raise over €8000!

The fantastic Terry McCormack Memorial 

Cycle crew held a virtual fundraising event for 

us on Sunday 13 September. 

They asked friends, family and members of the 

public to do a 5km/10km walk or a 

40km/60km/80km cycle and donate to support 

people living with sight loss in Ireland.

The McCormack family started their annual  

fundraising cycle in 2016 to honour the  

memory of their father Terry. A well-known  

figure throughout Longford, most notably for his 

sporting prowess and his service in the  

Defence Forces, Terry took ill while out cycling 

and sadly passed away in April 2015. 

Before he passed, Terry had expressed his wish 

to host a fundraiser for Fighting Blindness. Since 

then, his family have honoured his wish every 

year. 

Virtual Terry McCormack Memorial Cycle 

This year they were blown away by the response 

and collectively covered over 3,000km and 

raised over €3,000 for Fighting Blindness! 

We would love to extend our gratitude to the 

McCormack family, everyone involved in  

organising the event and everyone who took  

part and donated. Your support is so greatly 

appreciated.
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Fighting Blindness

Tel: 01 6789 004         www.FightingBlindness.ie

Email: info@fightingblindness.ie              Charity No: 20013349 

     

Our vision is to cure 
blindness, support 
people living with 
sight loss and 
empower patients.


