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•  to provide essential services and supports 
for day-to-day needs of patients and their 
carers;

•  to lobby for adequate core medical 
services and resources for people with  
EB and positively influence public policy  
in those areas;

•  to strive for the development of effective 
treatments and cures for EB;

•  to coordinate research programmes 
with other organisations where 
increased value and/or increased 
prospects of success can be achieved;

•  to encourage the development of 
EB support initiatives nationally and 
through DEBRA International in order to 
foster co-operation and mutual support 
in patient care and research; and

•  to raise sufficient funds to make these 
objectives achievable and possible.

 Our Vision, Values  
And Mission

DEBRA Ireland’s vision is to find a cure for epidermolysis 
bullosa (EB). DEBRA Ireland’s mission is dedicated to 
transforming the lives of people living with EB. We strive for 
a world where no one suffers from the painful life affecting 
genetic skin condition, EB. Until that day, the charity 
provides critical care and support for patients and their 
families. Funding pioneering research into better treatments 
will lead to enhanced quality of life for people who are 
affected by EB and will one day find a cure. This is the real 
hope for the future. 

Our primary objectives are:
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It is impossible to adequately thank all who 
support DEBRA Ireland. Never has such 
commitment, loyalty and heart been more 
evident than in the response of our supporters 
to the onset of the COVID-19 pandemic. On 
behalf of the Board, our sincere thanks go to 
our donors, supporters and the general public. 
Our sincere thanks also go to our research 

partners, medical and professional services 
and DEBRA Ireland staff and volunteers. In 
particular, we wish to express our ongoing 
gratitude and infinite appreciation of those 
living with EB; you play such a pivotal and 
central role in promoting the charity and you 
continue to be our inspiration, motivation and 
ambition - thank you.

A Cure for EB
Dedicated to transforming the lives  

of people living with EB

•  DEBRA is a patient led organisation where 
every dectsion is driven by what is best for 
the people living with EB.

•  We demonstrate unwavering commitment 
to the hlghest possible standards in 
everything we do.

•  In an our relationships we are open, honest 
and respectful and believe in collaboration.

•  We recognise the fact that every EB journey 
is different and we tailor our resources to 
help families live as independently a life as 
possible.

•  We value every donation we receive and 
are always mindful that it is our duty to use 
the money to achieve the biggest possible 
impact for people living with EB

Our Values

Our Thanks

Care
To improve care 
for people living 

with EB

Increased  
clinical  

support in the  
community

Improve  
clinical 

care

Improve  
hospital 
services

Increased  
family support 

for people  
with EB

Patient
participation 

in clinical 
trials Ensure 

relevance of  
EB research

Increased
research
in Ireland

Cure
To develop 

treatments and find 
a cure for EB



from our CEO  
      and Chairman

We have always known we work 
with a fantastic team at DEBRA 
Ireland, but the past year has 
evidenced that on every level, in 
the face of every challenge and 
at every turn that we work with 
the very best.

For all the masking of recent 
times, you cannot mask the 
passion, vitality and agility of the 
team that is our Team DEBRA.

Welcome
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In good times and in bad, our members remain at our 
core; that child, that teenager, that adult - that person 
– who’s living with EB. However, EB does not happen 
to just one person. In a different way, it happens to 
the circle that surrounds them; those who love them, 
care for them and support them. It happens to the 
hand-holder. So, here at DEBRA Ireland, we support 
the hand-holder, the carers, the families of those with 
EB; families who become “Our families”.

Our approach is as proactive as it is reactive, 
particularly in these current shifting times and it 
encompasses short-term measures and long-term 
vision with everything in between.

Response to COVID-19
What happened to the world this past year, is not 
unlike the long-term realities of EB patients and 
their families. Health and economic vulnerability are 
unfortunately inherent in those we support. Those 
suffering from EB are bound by restrictions and 
procedures, locked down by timings and schedules 
while their families care and compassion results in 
restrictions on their own lives too. 
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These limitations are often detrimental 
to financial health and indeed overall 
mental and physical health. Studies have 
demonstrated that the socio-economic status 
of EB families is weak and that the socio-
psychological status of EB families can be 
compromised. 

COVID-19 prompted an urgent need to 
assess its potential impact on our families. 
We needed to determine and agree an 
action plan to counter the impact and 
complexities of the virus as families with 
severe EB are deemed “a vulnerable group”. 
The Family Support Team (FST) initiated a 
schedule of calls to our key stakeholders, 
outlining the pressing issues that the 
pandemic was going to exert on families; 
a pressure which would be exacerbated by 
reduced access to medical services’ supports 
and community care supports alongside 
the inevitable interruption to income and 
earnings. Furthermore, there was a very 
real fear that there would be no sound 
backup support should one of our services 
be curtailed due to one of our own team 
getting sick from COVID.

This was the murky landscape into which DEBRA 
Ireland placed a very clean plan of action:

•  The FST moved online with increased 
dedication to phone, email and virtual 
communication

•  The FST hours were reconfigured to ensure 
the team were available over a 5-day week

•  Our COVID-19 Hardship Grant was launched 
providing immediate financial assistance

•  The continued provision of normal grant 
support to families was assured and affirmed

•  We published and issued information 
leaflets and brochures on the implications of 
COVID-19 in respect to health, work, mental 
health and support entitlements

•  We conducted ongoing monitoring of the 
ever-changing situation, closely working 
with the EB Clinical team at the Children’s 
Health Ireland (CHI), St James’s Hospital 
(SJH), nursing agencies and the HSE
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This past “COVID Year” saw us reinvent, 
reengage and reroute. Our research projects, 
despite the challenges, continued regardless 
and never before has there been more 
exciting times for DEBRA with an Irish 
company leading the charge in delivering an 
EB drug to market.

Our journey to full compliance with the 
“Charities Governance Code” issued by 
the Charities Regulatory Authority wasn’t 
hindered by COVID-19. 2021 is the first year 
that charities report compliance with the 
code to the Charities Regulatory Authority. 
DEBRA was proud to report full compliance 
with both the minimum and best practice 
standards in January 2021.

Our collective DEBRA Ireland family has 
ridden the times and weathered the storm. 
Without doubt, our revenue took a significant 
hit with income down by 25% but that is 
not to understate the incredible generosity 
and sacrifice that prevailed this year with an 
unbelievable 22% positive response from our 
first direct mail campaign in May 2020. We 
are inspired, encouraged and motivated. In a 
world that has been displaced, DEBRA Ireland 
holds firm its position. 

For all the innovative initiatives, the 
fundraising creativity, the tireless research, 
the determined advocacy, the kindness, the 
passion, the love and the loyalty – in a year 
like no other – thank you from the bottom of 
our hearts.

Jimmy Fearon  
CEO
DEBRA Ireland

Colm Darling  
Chairman
DEBRA Ireland

•  We produced a blog series built around 
our Family Support Team, EB Outreach 
Nurse and EB Psychologist, sharing key 
information on all services including advice 
on mental health

•  We increased awareness of our Counselling 
Grant which can be accessed online; a vital 
resource in countering the mental health 
challenges of EB, to those living with EB, 
their families and carers

•  The projected average call-time was 
increased to 50 minutes per call

•  We connected and linked families into 
the government COVID-19 Community 
Outreach Scheme
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The very human makeup of our patient care 
programme has its roots in theory. Based on 
Bronfenbrenner’s Ecological System Theory 
(EST), DEBRA’s EB programme keeps the patient 
at its core. The programme recognises that the 
environment of a child is in essence a nested 
arrangement of structures. Understanding and 
working on the relationship with these structures 
is what is critical to bringing about change – 
positive change - for those with EB, their families, 
their communities and society itself. Without 
question, a child is influenced by the people in 
their environment, but so too are they capable 
of influence; of changing the beliefs, perceptions 
and actions of those in their environment.

It is this vision and mission into which our FST 
plays a crucial role. Our FST provide support, 
connection and physical presence. Through 
home visits, local, peer and clinical support, 
availability through email and telephone as 
well as partnering with professional agencies 
such as the HSE, hospitals, private health care 
providers, charities and community support 
services, DEBRA Ireland is programmed to 
transform lives; to empower every person living 
with EB to realise an independent life and to 
live that life to its full potential. 

Our strategy is fed and fuelled by the findings 
of studies instigated by DEBRA; one of 
which conducted by Dr R Gowran from the 
University of Limerick entitled  
“Adopting a Sustainable Community of 
Practice Model when Developing A Service to 
Support Patients with Epidermolysis Bullosa 
(EB); A Stakeholder-Centred Approach.”

Patient 
     Care
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The Family Support Team (FST) 
The numerous demands of the pandemic meant 
busy and challenging times for the FST. However, 
their response was immediate, proactive and far-
reaching. Their flexibility was evidenced by the 
efficient transfer of service to online mode, with 
home visits being replaced by telephone calls and 
virtual meetings. A total of 827 calls were made 
to our families with an experienced average call 
duration of 50 minutes. 

There was also an increase in the number of 
new families linking in with us - 15 in total. 
Among those reaching out to us, was a family of 
a new-born with EB. Never more was the need 
for the service more pronounced and never 
more was the service able to meet that need. 
We recognised change and made changes. We 
expanded the team to deal with the increased 
demand appointing a new part-time Patient 
Care Administrator in January 2021. Central to 
all developments has been our commitment to 
the centre of excellence that DEBRA Ireland is, 
not just to safeguard the service, but to enrich it. 
Still, most important of all was our obligation to 
our patients and families; that they did not feel 
isolated in a time of isolation.

Every encounter, engagement and interaction 
with the families was routinely tracked. It is 
important to note that 66% of all calls stemmed 
from the need for emotional support which 
poignantly reflects how great the psychological 
impact of living with EB can be.

Outreach Nurse
A significant expansion to our patient care 
service, has come through the funding of an 
EB Outreach Nurse in Crumlin. We took this 
decision under the guidance and advice of the 
exceptional medical team in CHI and SJH. This 
initiative has been a huge step forward with 
the Outreach Nurse now crucial to the vital 
coordination of community medical care for 
our families.

In order to fully maximise on the role of the 
Outreach Nurse, DEBRA Ireland initiated 
the publication of a report this year entitled 
“Identifying the Optimum Role and function 
of an EB Outreach Nurse”. This was conducted 
by University College Dublin’s (UCD) School 
of Nursing Midwifery and Health Systems, the 
result of which has been an enormous resource 
to those in need. They can now identify with 
the role and respond to it, not just in terms of 
care and support but also in respect of essential 
expertise and evidence-based information. 
Subsequently, clinicians are reporting 
improved wound monitoring, better cancer 
surveillance in the home and increased levels 
of information and support for stakeholders in 
the community. 
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The role is multi-layered. It plays a critical part 
in making the transition from home to school 
easier for a child with EB. The Outreach Nurse 
informs, directs and ensures the training of 
Special Needs Assistants in Primary Schools 
on the care that is required for a child with EB. 
Much like our FST, the role contributes to the 
unwavering vision of DEBRA Ireland to take 
those with EB beyond their relationship with 
their families, to connect them to their peers, to 
their communities and to their wider society; 
again. This is all in line with our determination 
that EB patients get to live their lives to the full. 

It is important to note too however that whilst 
those with EB may have lessons to learn, they 
also have lessons to give.

Much like everything else, the role of the 
Outreach Nurse was not immune to the impact 
of COVID-19 and as with the FST, home visits, 
clinics and community support went online. 
Actual home visits were permitted only in cases 
of medical emergencies and essential medical 
requirements. It meant an unprecedented busy 
year for the Outreach Nurse, with an average 
of 100 support calls per month. However, the 
pandemic only served to demonstrate how 
integral the role is to the lives and health of 
those living with EB and their families.
Due to the critical support that the Outreach 
Nurse has provided to the EB community, the 
requirement for two more Outreach Nurses has 
been recognised; the service is too crucial to the 
lives of our families that leaving it as a single role 
is too much of a risk. Therefore, in partnership 
with St James’s Hospital and CHI, we are now 

in the process of recruiting a second Outreach 
Nurse. This new position will operate out of 
SJH but will be linked to the paediatric service 
already in place. This resource will add another 
essential service to families living with EB and 
will be delivered into the community and ready 
for recruitment in 2021

The research from the UCD and UL studies 
(as previously referenced), advocates the 
finding that those families who welcome 
community and nursing support into their 
home, experience significant improvement not 
just in their relationships and health but in their 
overall wellbeing and quality of life. 

The Outreach Nurse, with support from DEBRA 
Ireland’s Advocacy and Policy Manager, has 
played a critical role in securing care packages 
for families. Still, a review done in collaboration 
with the Outreach Nurse, identified significant 
gaps where families continue to be without 
vital supports. This is largely down to a 
shortage of nurses along with the growing 
needs of those living with EB and the desire for 
improved independence.
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Care Packages
In short, care packages are the agreed number 
of nursing hours and care assistant hours 
delivered directly into homes to support 
families with bandage changes, wound care 
and respite. However, care packages are much 
more than that.

Care packages allow parents to be parents to their 
child and it allows a child to be a child to their 
parents. Care packages differentiate between the 
health-care provider and the patient and they can 
be the difference between a parent being a full-
time carer and a part-time carer. 

Care packages define blurred lines and 
transform lives.

Resources within the Community
In bringing our community stakeholders together 
over the COVID-19 pandemic, we gained 
valuable expertise. In bringing our stakeholders 
together, the barriers that interrupt the roll-out 
of service were identified and shared. Together 
we are actioning a solution-led plan to pin-point 
the essential measures to deliver a uniform best 
standard service into the homes of our families. 
By creating a community of agencies, this 
collective experience and excellence will capture 
any gaps so that no family gets left behind. 

Support for Clinical Team 
DEBRA Ireland continues to work hand in 
hand with CHI and SJH in giving financial 
support to their clinical teams. Our support 
also finds face in supporting key initiatives such 
as funding staff training, attendances at EB 
conferences, the provision of key services along 
with requirements for any additional clinical 
equipment. Both hospitals are a valuable 
educational resource to DEBRA. Drawing from 
the well of their expert EB medical experience, 
DEBRA continues to adapt and improve our 
patient care to remain the centre of excellence 
on which we pride ourselves. A point in case 
was the funding in March 2021, of the new 
EB Clinical Nurse specialist (in SJH) attending 
specialised training (delivered virtually in 
accordance with COVID rules). 

These firm connections and strong 
communication links with both clinical teams 
were not compromised by COVID-19. Never 
before was communication more vital than in 
the fluctuating pace of this past year. Changes in 
procedures and processes came fast and furious 
but with continuous dialogue and engagement, 
our families remained wholly informed and 
advised of all new measures, developments 
and protocols. Initially outpatient services were 
moved to a virtual format until steps to form 
specialised clinics were put in place to deal with 
the most vulnerable patients. Encouragingly, we 
have experienced a hugely affirming response 
from families as to how this has been handled by 
the clinical teams in both hospitals.
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Well-being Grants 
Loosening the criteria over the issuance of 
grants during the past year was another example 
of the proactivity and agility of Team DEBRA 
in the face of the pandemic. Approximately 
€80,000 in grants were issued this year. This 
included respite grants and hospital grants, 
Christmas vouchers and a new “Hardship Grant”. 
COVID-19 tightened the screw on already tight 
finances for EB families. The roll out of vital 
lifelines was essential; from the provision of 
laptops for home-schooling, to the upgrade of 
broadband systems in homes, from connection 
with relevant community hubs to the provision 
of resources for mental health. In uncertain 
times, DEBRA exacted solutions.

Barretstown Children’s Camp
Regrettably, the past year left us powerless 
in respect of our Barretstown Children’s 
Camp. COVID-19 brought the curtain down 
on the event but May 2021 sees a virtual 
event – another new way of doing our 
traditional landmark events. Which is true of 
Christmas too. 

Christmas Party 
COVID-19 may have impacted Christmas 
2020 but it did not deter Santa Claus.

Creativity was the name of the day for Team 
DEBRA, in spreading the magic of Christmas 

to our families. After a detailed fact-finding 
mission, the Real Santa Claus was located, 
secured and booked to deliver a uniquely 
engaging (virtual) meeting with each and 
every child. Everyone was happily promised 
and assured that their personalised Christmas 
wish-list was noted and onboard. There were 
insights and references that only the real 
Santa could know, summed up so nicely by 
the following:

“We had a fabulous time with Santa on the Zoom 
call yesterday. It was a fantastic experience for 
the boys. It was great fun. Thank you so much 
for organising this for us.” 

We are getting there but we have a way  
to go still. COVID-19 has not gone away.  
The restrictions have not gone away.  
The vulnerability of our families has not 
gone away. DEBRA will not go away.

We carry on with the provision of support 
to patients and families as the fallout of the 
pandemic continues to manifest. Our published 
patient survey this year is the roadmap for our 
ongoing journey. We continue to maintain a 
proactive and reactive approach to the needs 
and requirements of our families in all their 

forms and guises. With more positive trends 
emerging in respect of the pandemic, the call 
for the short-term emergency measures may 
well reduce and at that point the intention 
is to refocus on the strategic development 
and growth of our support services; namely 
psycho-social supports for our families, the 
expansion of EB specialised nursing support in 
the community, the consolidation of supports 
for stakeholders in the community, a copper-
fastening of support for carers and developing a 
young adult programme focussed on improved 
independence.
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DEBRA Ireland propels research into enhanced treatments and potential 
cures for EB. Our mission is not just to improve the quality of life for 
those living with the condition but to increase our patients’ lifespan too.

Research

COVID-19 pressed a global “pause” button 
which had a dramatic impact on EB 
research. Ironically however there is a 
positive upshot; the pandemic animated 
science, re-aligning science in our psyche. 

The search for and discovery of multiple 
vaccines with their life-changing properties 
has made research a “super-power”. 

Just as COVID-19 researchers worked non-
stop last year to find a vaccine, EB research 
has been ongoing for decades to find a cure. 

The difference between the coronavirus 
and EB, is that the whole world does not 
suffer at the hands of EB, but for those with 
EB, their whole world suffers. Because it is 
a rare disease, research funding is difficult, 
resources are limited and the dedication 
to the cause is not as great as something 
like a global pandemic. That said, the 
dedication of our wonderful community of 
scientists, clinicians, pharma companies and 
patient organisations are second to none 
and together as one, DEBRA is driving and 
funding EB research. 
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However, COVID-19 has meant the closure 
of universities and experimental centres so 
that scientists had to work from home with 
reduced resources, testing and referencing. 
In this scenario, their experimental setups are 
deficient and their project deadlines ineffective, 
especially for those using patients. Research 
funding is at risk, in particular in the charity 
arena, where income has inevitably been 
negatively impacted.

These challenges notwithstanding, DEBRA 
Ireland remains more determined than 
ever to ensure that its funded EB research 
projects are protected. Researchers are being 
accommodated with deferrals and extensions. 
Throughout the year, we continued to work 
tirelessly to ensure that advances were being 
made in progressing and communicating 
research into EB. This is our promise to our 
families – we will drive research to find better 
treatments, we will drive research to find a cure 
and we won’t let COVID get in our way.

Irish  
EB Patient  
Registry

New  
Research  
Project

Website  
Update

Biggest Achievements of the Past Year:

Achievements
An apt tagline for Team DEBRA’s “COVID Year” 
might well read: 

“In challenge we found opportunity”

And we are in a good place, heading towards a better one.
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The Launch of the 
EB Patient Registry – 
December 2020

So… what is an  
EB Patient Registry?
An EB patient registry is an anonymised 
database of those living with EB. It is a vital 
research tool for several reasons. An EB 
patient registry provides a standardised set of 
data, collected to enable health professionals, 
clinicians, bio-techs and researchers make 
systematic comparisons across multiple 
datasets and geographical locations. 
Healthcare personnel are kept abreast 
of variables and can draw conclusions 
based on the experiences of others. An 
EB patient registry facilitates professional 
development while simultaneously bringing 
clinical practices, outcomes and areas of 
improvement to light.

Using this data, means we can highlight best 
practices, employing previous outcomes 
as a guide along with gleaning important 
information quickly for future needs. 

The registry is managed by an independent 
charity, National and International Skin 
Registry (NISR) Solutions, and an executive 
committee will oversee its management. 
The committee consists of a clinician a 
representative of DEBRA Ireland, NISR and 
patient representatives.

At the beginning of 2021 we developed and 
produced promotional material along with 
launching an information campaign to our 
families in respect of the registry and its benefits.

Our focus for next year will be to assist NISR 
and CHI @ Crumlin to populate the registry as 
fast and as efficiently as possible. Funding, as 
secured from RTÉ Comic Relief, will form part 
of this support and will go towards paying for 
the input of historical data into the registry. 
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International Registry
New efforts were made in late 2021 towards 
the re-ignition and development of the 
international EB registry. Now that the Irish 
platform has been established, this work 
will go towards supporting the international 
registry. Our ambition is to integrate the Irish 
registry into European and global registries for 
optimum value which will be achieved through 
collaboration and partnerships with our 
stakeholders worldwide.

Irish Research
In a year of breakdowns, we encountered 
breakthroughs. 

Despite all the obvious obstacles, it has been 
a year of increased commitment to research 
with five projects now in funding. Although 
Irish company, Amryt (see p.20), is leading 
the way by being the first company to bring 
a drug to market for EB (Clinical trials are 
very encouraging), other bio-techs are also 
introducing products to market. The phrase 
“bench to bedside” captures nicely what 
is happening at present in respect of EB 
Research. 

Funded by DEBRA from the start, there are now 
5 major players with 5 promising projects, the 
work of which is going to determine the future. 

In addition, we have agreed to fund a research 
project in the UCD Charles Institute of 
Dermatology; an initiative that will investigate 
a new generation gene-editing system on a 
gene mutation found in EB. The project will 
be led by Professor Wenxin Wang and will see 
UCD researchers working in partnership with 
Dr. Fiona Browne’s team at CHI @ Crumlin, 
using Irish EB skin samples in their research. 
The project contracts were signed in Quarter 
1, 2021 with the work due to commence in 
Quarter 3/Quarter 4, 2021 once ethics approval 
has been received from CHI @ Crumlin.

Concurrent with the positive advances we 
are making, we did encounter a setback in 
2020 when we lost one of our primary UCD 
EB researchers. Over the past several years, 
we invested much in his training with Public 
and Patient Involvement (PPI) so his loss is a 
big one for us. However, he is keen to assure 
us that where possible he will volunteer 
and support our ongoing endeavours and 
investigations.
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Amryt
Amryt is an Irish orphan drug company which 
this year produced Filsuvez. Filsuvez is the 
first EB-specific drug to successfully complete 
Phase 3 clinical trials. Currently, it is being 
reviewed for market authorization by the 
European Medicines Agency.

An overhaul of the “Research” section of DEBRA’s 
website was conducted to detail DEBRA’s 
funded initiatives – the EB registries, Patient and 
Public Involvement (PPI), Clinical Research and 
current developments/up-to-date news https:// 
ireland.org/research-new/

In addition to the website update, DEBRA has 
become increasingly engaged on all social 
media platforms. This has afforded DEBRA a 
significant increased awareness. Heightened 
public understanding of DEBRA’s purpose and 
vision, has stimulated post readerships, “likes” 

“follows” and “shares”. Going forward, we will 
continue to engage in this way, to endeavour 
to tell our story without always adding “an ask”, 
to tell our story in a new way and to become a 
story for the ages. 

Similarly, the creation of blogs for the website 
had evoked support. It goes towards de-
mystifying some of the “myths” of EB and 
focuses on personalizing a disease that is cruel 
in its nature, manifestation and treatment. 

Communications

University of Limerick
Dr. Darragh Flannery published a 
communication on Direct Costs of 
Epidermolysis Bullosa by Disease Severity in 
ActaDV. The findings of the communication 
were presented by DEBRA Ireland at the 
European Conference for Rare Diseases 
(online) in May.
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Public and Patient 
Involvement (PPI)

Despite not having a strategy for Public and 
Patient Involvement (PPI) in place yet, we 
continue to build PPI in DEBRA Ireland with the 
resources available to us, as follows:

•  We met with 2-3 potential panel members 
to introduce PPI

•  Health Research Charities Ireland (HRCI) 
Shared Learning Group (of which we are 
a member and a contributor) compiled a 
guide detailing information on PPI guidance, 
training and templates that will be integral to 
DEBRA when we are at a point to progress PPI

•  Two patient representatives participated in a 
phone survey on the design of packaging for 
Amryt’s Filsuvez gel

•  We applied (albeit unsuccessfully) for PPI 
grant applications to the Irish Research 
Council (IRC) for a study of adult EB patient’s 
healthcare needs and to the UK’s ‘Movement 
for Change Fund’; grants critical for the 
development of PPI in DEBRA Ireland

•  A patient contributor was the voice-over for 
the EB registry information video

•  A PPI contributor sits on the executive 
committee for the Irish EB registry

DEBRA International

Personnel changes occurred at international 
level. DEBRA’s UK Research team of Caroline 
Collins, Emma Batten and Eleanor Krall all 
left the charity over the past year. However, 
a new Director of Research, Sagair Hussain, 
commenced in Quarter 1, 2021 and here in 
DEBRA Ireland, we look forward to building a 
close and interactive relationship, working as 
we do towards our common goal, objective 
and purpose.

Although COVID-19 had an impact on the 
international EB research projects, DEBRA 
Ireland had planned to fund, fortunately, those 
projects are all now back in progress and 
development as follows:

•  Professor Eming project on exploring innate 
immunity in wound healing complications 
in Recessive Dystrophic Epidermolysis 
Bullosa (RDEB) patients has been extended 
until March 2022.

•  Professor Grover deferred the start date of 
his project (A novel spray delivery system 
for the treatment of mucosal scarring in 
Epidermolysis Bullosa) to September 2020. 
The project was originally due to begin in 
April 2020.

•  Professor Rodeck’s (who sadly passed away 
in 2019) project, “Multimodality targeting 
of chronic inflammation and fibrosis in 
Epidermolysis Bullosa”, will now be led by 
Professor South. The project commenced in 
January 2021.

•  Dr. Liao has extended her project, identifying 
innate and adaptive immune mechanisms 
associated with fibrosis in animal models 
of RDEB, by one year due to limited access 
to the lab. The project started in September 
2020 and will run until July 2023.
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Plans for 2021/2022

Our plans for the future continue and comprise of the following:

1.  Facilitate the population of the Irish registry and to drive the 
international EB patient registry

2.  Fund Irish EB research through the Health Research Board – Health 
Research Charities Ireland Joint Funding Scheme; apply to IRC for 
“cost of living informal” costs study

3.  Expand research communications through website and social media

4.  Work with the international research team on DEBRA international 
strategy

5.  Create a PPI strategy, plan and involve PPI contributors

6.  Create a clinical trials access plan for Irish EB patients
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Advocacy

Our task is to close the gap between patients’ 
needs and patients’ care provided through the 
health services. It is complex and multi-fold; 
in addition to patient care, there is sibling and 
parental care also. DEBRA is the voice of EB, 
but we need others to shout out too. We need 
EB to become part of the HSE programme. 
We can fund the softer issues, but we need 
them for the big-ticket stuff because we know 
that where there is proper care, physical and 
psychological trauma reduces.

Our approach to advocacy and lobbying 
involves our engaging in partnerships with 
The Department of Health and the HSE to 
improve the level of core medical services for 
people living with EB, their families and carers. 
We do everything possible to achieve proper 
and sustainable services across hospital, 
community and home settings. Our advocacy 
and lobbying campaigns are informed by input 
and expertise from EB medical teams, DEBRA’s 
Family Support Team and our critical patient 
surveys. While continuously endeavouring to 
close the gap between need and provision, we 
remain at ground-level, alongside the realities 
of living life with EB.

DEBRA Ireland speaks for people living with EB, their families 
and carers. We recommend action, we argue cause, we support 
endeavours and we defend our community. DEBRA, together 
with those living with EB and our network of medical experts, 
make the EB voice loud and heard.
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EB Outreach Nursing Service
The EB Outreach Nursing service has been in 
receipt of funding from the HSE for the last 
five years, providing support for both patients 
and families in the home setting, in educating 
primary healthcare professionals and in co-
ordinating hospital and primary based care. As 
mentioned previously, the role of the Outreach 
Nursing service continues to strengthen 
hospital services; facilitating and ensuring 
that patients are in receipt of adequate care 
packages. This sustained funding is a firm 
acknowledgement from the HSE that the 
service is crucial to those living with EB and it 
is a precedence which forms the foundation 
on which we lobby for the permanency of 
the role. We continue to liaise, petition and 
advocate with hospital CEO’s and medical 
teams to ensure this permanency is secured 
and formalised.

Awareness
Key to advocacy is awareness and education. 
DEBRA is committed to ongoing presentations 
and deliveries of tutorials and lectures to 
medical students (both doctors and nurses), 
informing, detailing and educating. These 
students are our future advocates. They are our 
future. Our educational initiatives ensure that 
the clinicians of the future are no strangers to 
EB but have been exposed to the condition, 
are familiar with it and are fully briefed on its 
challenges. We want them to know how best 
to meet EB requirements, not just those of the 
patient but of those that surround the patient. 

Patient Survey
Central as ever to what we do, is the person 
living with EB. Central to our work also, are the 
people and families who surround those with 
EB. Walking with them, shadowing them and 
learning from them, keeps our task relevant. 
With this ethos, DEBRA commissioned an 
independent research partner, to conduct a 
survey of people living with EB. This extended 
not just to patients but families and carers too. 
Our understanding of the challenges must 
remain at the root of and to the fore of our work.

As a patient-led organisation, DEBRA strives to 
develop services to meet needs. Feedback on 
how we operate, how we are delivering and the 
lived experience of DEBRA by our community 
is critical. Feedback informs our roadmap, our 
proactivity and ultimately our future and that of 
our families. 

Parents of children living with EB represented 
over half the respondents and people living 
with EB represented a third of all respondents. 
Others included siblings, grandparents and 
bereaved parents.

The main objectives of the survey were:

•  To get a current perspective of the 
challenges facing families of EB patients

•  To understand how effective their needs are 
being met by all stakeholders

•  To identify the gaps between needs and 
services

•  To identify how DEBRA Ireland can best 
direct and utilise its resources

We received an enormous response to the 
survey. We were encouraged by the esteem 
in which DEBRA was held in terms of the 
respondents’ experience of compassion and 
care. Further, it has formed an invaluable 
resource in informing our future direction and 
the honing of business plans. 

We are most grateful for the contributions. 
They are crucial to our working model, new 
developments and future initiatives. 

DEBRA Ireland cannot be the voice without 
hearing the EB voice.

Achievements
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Advocacy 
Campaigns

The following is a synopsis of the year’s 
advocacy campaigns:

Vaccine for Carers
DEBRA Ireland fronted a national campaign 
highlighting the importance of including 
family carers in the vaccine rollout. Parent 
Ambassador Liz Collins played a central role in 
this drive, evidencing again the strength of the 
patient story and the strength of the patient-
led organisation, that is DEBRA Ireland. The 
campaign reached approx. 1,426,833 people 
with an advertising value of €58,000. Social 
media interaction increased hugely and played 
a crucial role. 

Submissions were made on the importance of 
Rare Disease Services and the Government’s 
commitment to the Rare Disease community. 
Both were presented to the Minister for Health 
by the Rare Disease taskforce on 25 February 
2021. A written submission was presented to 
the Joint Committee on Disability Matters; 
its purpose to highlight the lived experience 
of people with disabilities on the issues that 
impact them and their families/carers. These 
submissions will aid the Members of the 
Committee in determining the necessary 
focus in their future programme.

EB Adult Services
Our work at DEBRA extends beyond childhood. 
It extends to the adult living with EB. It extends 
to our commitment to them and partnering 
with them as they endeavour to live their lives 
to their full potential.

At present there is no EB Clinical lead for the 
adult service in St James’s Hospital (SJH) which 
leaves an unacceptable level of exposure for 
families all over Ireland. DEBRA embarked on 
an advocacy campaign, with the assistance of 
patients, medical teams and board members 
to ensure that an EB Clinical Lead replacement 
was sought and secured. Our lobbying paid off 
when confirmation came to expand the Adult 
EB service in SJH. It came with approval for 
funding for a dedicated EB Clinical lead with 8 
hours per week for EB and an Advanced Nurse 
Practitioner. 

There are currently two part-time Clinical 
Nurse Specialists in the EB department in 
SJH and in this regard we owe much to 
the dedication and support of the CEO of 
St James’s. Assuming final sign off, the next 
challenge will be to find a clinician with the 
relevant experience and expertise to meet the 
shifting needs of adults living with EB in their 
search for more independent living and life.
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Partnerships with relevant 
organisations
We may be a small advocacy organisation, 
but we act big. We persistently seek to 
strengthen our position and amplify our voice 
by collaborating with other organisations with 
shared objectives. We hold firm our position in 
a number of national umbrella organisations 
and participate in relevant and vital national 
events. These organisations include The Rare 
Disease Task Force, Carers Association, DEBRA 
International and The European Commission 
for Rare Diseases. In doing so, we maintain and 
enhance access to thinkers and leaders and 
activists across the areas of advocacy, patient 
care and research. This is to ensure that our 
EB patients and families are to the centre and 
forefront in all related policy initiatives and 
endeavours.

In summary, EB core hospital services, outreach 
services, community care, accessibility of 
care packages, health entitlements and 
treatments are just some of the areas DEBRA 
Ireland are committed to improving through 
advocacy. Critical to this work, is the creation 
and maintenance of key relationships among 
stakeholders within the hospital setting. This 
will ensure that our lobbying and advocacy are 
a true reflection of the needs and requisites 
of those living with EB and the families that 
support them.

Plans for 2021/2022

Our advocacy policies continue with the following being our plans for the 
coming year:

1.  The appointment of an EB Clinical Lead in SJH

2.  Equitable access to health entitlements for those living with EB 

3.  Permanency for the current EB Outreach Nurse role

4.  Adequate care packages for all families in need



Fundraising
It is the generosity, kindness and empathy of our donors and 
supporters that fuel DEBRA Ireland, and never moreso than the past 
year. Our income comes from the individual, the local community, 
the business community and other crucial organisations. Our lifeline 
is you – the donor. It is because of you that we can support Ireland’s 
most vulnerable children, adults and families. It is because of you 
that we can provide vital family supports. It is because of you that we 
can collaborate with other entities to ensure better care and public 
services for our community. It is because of you that we can invest in 
research, that we can find treatments and ultimately arrive at a cure 
for those living with EB. 

It is because of you that we are still here.
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Events & Campaigns
Traditionally, live events have played an 
inherent role in our fundraising calendar. In 
the year ended 31 March 2020, physical events 
generated over 25% of our annual income. 
The virus culled these opportunities, so that 
all our “in-person” events including the Arctic 
Challenge, Kerry Challenge, Wicklow Challenge 
and our Women’s Mini Marathon fundraisers 
were cancelled. Yet, by adapting our approach, 
being flexible in our endeavours and by 
engaging our incredibly resourceful fundraisers, 
we successfully raised €398,000 from DEBRA 
and supporter-led events throughout the year.

With invaluable support from a treasured 
philanthropist who offered to match the 
funds raised in our Kerry Challenge, so many 
of the Challenge’s participants offered to 
donate their registration fees to DEBRA for the 
year despite the event being cancelled. This 
resulted in our Kerry challengers donating 
€23,000, which was subsequently matched. 
All our Arctic Challenge participants moved 
their registrations to 2022 and continued to 
fundraise. Family members Claudia Scanlon 
and her Mum, Liz, spearheaded the Women’s 
Mini Marathon virtual campaign, raising 
€19,000 with the support of an incredible group 
of women. This represented a 21% increase on 
the previous year!

We broke new ground this year by introducing 
our first Digital Challenge – ‘310,000 Steps in 
July’. This initiative saw 391 people “stepping” 
their way around their 5km limits, raising over 
€40,000. Two more digital events followed 
within the financial year; the ‘Marathon 
in a Weekend’ and ’50 Miles in February’. 
Cumulatively these digital events raised over 
€127,000, with 1,807 enthusiastic supporters 
taking part. The overwhelming success of these 
campaigns saw our digital fundraising income 
increase from €22,519 to €146,255; an increase 
of 549%! What is especially noteworthy is 
the return on investment from our digital 
challenges, with a cost to income ratio of 1:13. 
This is rare in fundraising and it has unveiled 
this platform as a highly effective, lucrative and 
successful fundraising tool. This past year has 
been a huge learning curve providing a host of 
resources for DEBRA Ireland’s future.

COVID-19 may have changed the landscape, but 
it did not alter people; the supporters of DEBRA 
Ireland. The unwavering support, dedication and 
kindness of our donors has been our inspiration 
and motivation. The creativity of our community 
of supporters knows no bounds, from miles 
walked, to cakes baked, to mountains climbed 
and youth innovation all achieved within the 
COVID restrictions and safety guidelines. Once 
again, in a time of isolation, the connection of 
EB patients and their families to vital resources 
and support was protected, safeguarded and 
wholly championed. 

Despite a global pandemic, multiple lockdowns 
and the uncertainty of an unparalleled year, 
DEBRA Ireland raised a total of €1.5m this year. 
In addition to this, we received COVID-19 
related government grants to the value of 
€276,000, and valuable in-kind support worth 
over €57,000, bringing our total gross income 
to €1.833m for the financial year. 

People put their personal hardships aside 
to prioritise others, to prioritise us. We 
are extremely proud and humbled by the 
kindness and generosity the DEBRA Ireland 
community of supporters have shown to us 
this past year, giving us stability and hope in 
one of the most challenging years most of us 
have ever faced. You afforded us stability, peace 
of mind and in a year that was bleak, you gifted 
us hope. Thank you. 
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This challenge was so important to me. 
It is the most amazing thing I’ve ever 
done. There were days that I thought 
I couldn’t do it but I enjoyed it more 
than I ever thought I would have.

Emma
Patient Ambassador

Spotlight
History was made in DEBRA back in June 2020 
in the form of an extraordinary event. Our 
Patient Ambassador, Emma Fogarty, took on the 
challenge of completing 36km in her wheelchair 
for the month of June, supported by her 
wonderful personal assistant, Georgina. We were 
overwhelmed by the support of everyone. From 
the community of Abbeyleix to the whole of the 
country who came out in support of Emma. 

Special thanks go to Colin Farrell, Johnny 
Sexton, Ray D’Arcy, Trisha Lewis, Mícheál Ó 
Muircheartaigh, Ronnie Delaney, Ryan Tubridy, 
Maia Dunphy, Joanne Larby and Elaine Crowley 
for getting behind Emma and DEBRA in this 
challenge. What a memorable birthday it was for 
Emma, when on June 25, she crossed that finish 
line in Abbeyleix to the tune of a cheering crowd, 
and an astonishing amount raised of €106,000.

Although I can’t walk, this challenge 
for me was an endurance test of 
pain. Could I endure the ramps, 
the bumps, the potholes, a pebble 
on the road. Would I be able to get 
through the 36kms with all the pain 
I have? Well I did!

And why did I do it? Because DEBRA Ireland 
are the only charity in Ireland supporting 
people living with EB. They are amazing. A 
charity that would drop everything to come 
and see you in a hospital bed while you’re 
crying. Without them we wouldn’t be able 
to fight EB. We wouldn’t be able to get 
nurses, research, funding, resources and 
they deserve all the help we can give them.
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A new donor engagement program was 
launched in May 2020, with DEBRA’s 
community of supporters responding to 
our hardship fund appeal with extraordinary 
generosity, donating over €125,000 towards 
this campaign! Developing and improving 
our donor communications this year meant 
an expansive reach to existing and new cash 
supporters. Innovative mail appeals were 
delivered through an integrated approach
across the various platforms of post, email, 
digital and media. Results of our new donor 
engagement program were evidenced by 
individual donors supporting EB patients 
and families with €359,000. The generosity 
has been overwhelming, and the difference 
made by the individual donor to our lifeline 
has been immense. We want to extend our 
warmest thanks to each and every one of 
our supporters. 

We would also like to take this opportunity 
to share our gratitude to those who have 
chosen to leave a gift in their will in support 
of our families. This helps us to plan a 
future with certainty and surety. It affords 
confidence to our goals and vision. Bequests 
from supporters have made life changing 
differences to the entire EB Community; it 
has meant investment in innovative research 
projects, the honing of effective treatments 
and, one day, a cure for EB.

Individual Giving
Vital to our service are our regular givers, with 
this year yielding a 7% increase on the previous 
year. We are extremely grateful to every one 
of our supporters who are helping provide 
DEBRA Ireland with a secure and sustainable 
foundation to deliver the very best care and 
support to families living with EB, and invest 
in promising, pioneering research to lead the 
development of treatments for EB.

Perry & Sandy Massie, key supporters of the 
DEBRA Kerry Challenge Weekend.
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Business Community
The decrease in corporate income this year 
as compared to last year was no surprise. 
Our incredible and valued partnerships with 
Applegreen and DAA came to a natural 
conclusion, and then the pandemic hit. 
However, despite the upheaval across all 
sectors, we continued to experience generous 
and essential support from our corporate 
community and friends.

Such sustained corporate support was 
evidenced in an extraordinary Christmas for 
the DEBRA EB community. Thanks to the 
invaluable help of a new corporate partner, 
an unforgettable Christmas experience was 
enjoyed by so many of our families.

We are fortunate to collaborate with partners 
across a number of upcoming events and 
initiatives. These partnerships demonstrate a 
passion and a commitment to our families, 
their realities and their futures. 

Several corporate entities hit some remarkable 
milestones this year in respect of their 
association with DEBRA, including those who 
have been supporting us for an incredible 
10 years! This dedication has sustained 
and strengthened DEBRA, ensuring that we 
can remain, year-in-year-out, in support of 
our families and in support of their growth 
and independence. A further collaborator 
generously funded a research project through 

their grant-making initiative, enabling and 
empowering us to seek, expand and know 
more when it comes to EB and its treatment. 

Apart from the sustainability that corporate 
fundraising affords us, it also provides us with 
services-in-kind and valuable professional 
volunteer engagement. A big focus is to build up 
this area of opportunity and to create more long-
term, strategic partnerships... so watch this space!
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Philanthropy & Trusts
We are extraordinarily lucky to have the support 
of some incredible philanthropic donors. Our 
long-term overseas philanthropists never 
waiver in their loyalty, dedication and love 
for DEBRA Ireland’s work. This was especially 
evidenced this year by their willing stepping 
in to fill the void created by cancelled events. 
As a perfect illustration of how vital multi-year 
support is, DEBRA Ireland was grateful and 
delighted to receive the continued support of a 
private Trust via The Ireland Funds.

 

We are currently working towards developing 
a Philanthropy Programme, by reaching out to 
international and Ireland-based philanthropists 
to join the DEBRA family, to affect real and 
positive change in the realities of those with 
EB and in affording hope to the EB community 
that a cure can and will be found.
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The exposure, loyalty and awareness that the 
Irish media affords DEBRA Ireland is second to 
none. This support can never be over-stated 
nor our appreciation over-expressed.

162 
published 

articles  

in national and  
regional papers

€548,000
average for the year  

(Advertising  
Value Equivalency)

21 
million  

person reach across  
TV, Press, Radio

185,000 
person social  
media reach.

Marketing &  
  Communications
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Spotlight

Forever expanding our audience and our forums and 
forever moving the goalposts, for EB Awareness Week 
2020, DEBRA worked with Ireland’s TikTok house – 
The Go House. There, we met with Ireland’s young 
influencers who, with integrity and enthusiasm, took 
on the challenge to live with their hands in bandages 
for the purpose of raising EB awareness. Combined, the 
influencers have a following of 8 million, to whom they 
were able to document and share their experience of 
living with the harsh and cruel restrictions a person 
with EB has to encounter every day of their lives.

Ambassador Support
We are indebted to our DEBRA 
ambassadors. They have been the 
backbone in our story. They have 
heightened awareness, attracted  
the public’s attention and sustained  
our lifelines. With special thanks  
to our long-term ambassadors and  
advocates Colin Farrell, Johnny Sexton,  
Ray D’Arcy, Trisha Lewis, Joanne Larby, 
Mícheál Ó Muircheartaigh and  
Ronnie Delaney – thank you doesn’t 
even come close. 

In a year like no other, you raised our 
awareness, empowered our messaging 
and showed great kindness and 
generosity to our families. 

Impressions: 

122,000
Reach:

102,567
Website clicks on profile

597
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Financial  
       Review

The financial results for the year to 
31 March 2021 are outlined in the 
Statement of Financial Activities, 
the Statement of Financial Position 
and the Statement of Cash Flows.

DEBRA Ireland achieved a surplus in funds 
of €586,233 in the financial year to 31 March 
2021. This was achieved through effective 
fundraising activity, the passionate support of 
staff and volunteers, government COVID-19 
pandemic supports and underpinned by 
sound financial management. 
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The charity recorded gross income of €1,836,283 
(2020: €2,039,546) in the financial year.

Income from our donated funds and services 
income stream continued strong raising 
€1,056,054 (2020: €1,016,685). Donated funds 
include income from corporate partnerships, 
trusts and individual donations. Income 
from fundraising and supporter events saw a 
significant decline as a result of the COVID-19 
pandemic, generating €398,299 (2020: 
€847,004).

Government COVID-19 related grants of 
€275,839 (2020: Nil) received as a result of 
the pandemic, helped fund the decrease in 
fundraising income. 

Planned giving allows us to plan and develop 
our services and commit to major projects on 
a multi-annual basis. Our 3-year partnership 
with Ireland Funds and our regular individual 
donations has generated significant funding.
Planned giving helps provide a more secure 
basis for the continued development of family 
support, research and advocacy activities.

Charitable spend decreased by 10% in the 
current year to €1,096,240 (2020: €1,214,620), 
while our family support services continued, 
during the COVID-19 pandemic, the move to 
online support services and cancellation of in 
person events, reduced spend. 

Reserves Policy 
The Board of directors has examined the 
charity’s requirement for reserves in light of the 
main risks to the organisation and instituted a 
reserves policy to provide a prudent degree of 
resilience in the event of a significant adverse 
development. This policy is based on a realistic 
assessment of need and stipulates:

i.  the reasons why DEBRA Ireland needs to 
hold reserves;

ii.  the level of reserves required by the charity;

iii.  what steps are being taken to maintain 
reserves at the agreed level; and

iv.  arrangements for monitoring and reviewing 
the policy.

The policy requires that:

-  Free reserves are maintained at a level, 
which ensures that 6 months of the charity’s 
core activity could continue during a period 
of unforeseen difficulty. For the current year, 
this equates to €446,000.

-  A substantial proportion of these reserves 
should be maintained in a readily 
realisable form.

-  An annual review is completed to ensure 
the actual level of reserves meets with the 
policy requirements above.

-  A fundamental review of the 
appropriateness of DEBRA’s reserves policy is 
undertaken on a three-yearly basis.

Statement of reserves

The reserves position of DEBRA Ireland on 31 March 2021 is as follows:

 Restricted Funds €125,707

 Unrestricted Fund – General €2,231,775

 Unrestricted Fund – Designated  €nil

 Total Reserves  €2,357,482

The current level of free reserves, at €2,231,775, 
is adequate to finance more than 6 months’ 
core activity.
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Structure, 
Governance and 
Management

Governing Document
The Company was founded under a 
Constitution, which established its objects 
and powers and is governed under its Articles 
of Association. All income is applied solely 
towards the promotion of the founders’ 
objectives. 

DEBRA Ireland’s Board of  
Directors & Management Board  
of Directors
DEBRA Ireland is governed by a Board of 
Directors, which has overall responsibility for 
the governance, strategy and oversight of the 
organisation. 

Current Board members are Colm Darling 
(Chair), Valentine Fynes, Leonora Bishop, 
Jennie Power, Robert Healy, Rosemarie Watson, 
Sinead Spain, Fiona Duffy, Elizabeth Collins, 
Susanna Gaynor and Mark Hyland (Secretary). 
Tom Butler resigned on February 2021.

The Board meets 6 times a year and holds its 
AGM each year.

Board members do not receive any 
remuneration in respect of their services to 
the charity. Relevant expenses are reimbursed 
where claimed and in line with DEBRA policy. 

In the event of the charity being wound up, 
the liability of an individual member shall not 
exceed €1.27.

There have been no conflicts of interest during 
the financial year.

The Board may be comprised of a maximum 
of 12 non-executive directors. Each director 
is required to be an ordinary member of the 
charity. Directors are expected to serve a 
minimum of three years.

Half of the elected directors are required to 
retire by rotation each year. They are eligible 
to offer themselves for re-election. 
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DEBRA Ireland’s Board is committed to 
achieving the highest standards of governance. 
DEBRA Ireland is fully compliant with the 
Charities Governance Code (“the Code”).  
The charity continues to operate in compliance 
with the Guiding Principles of Fundraising. 
In addition, DEBRA Ireland has invested in 
ensuring compliance with General Data 
Protection Regulation (GDPR), which came 
into force on 25 May 2018. 

The Board is responsible for reviewing the 
financial performance and ensuring that 
there is effective internal control and risk 
management in place. 

The Board delegates day-to-day management 
of DEBRA Ireland to the Senior Management 
Team, comprised of the Chief Executive and 
managers of the five department functions 
(see Figure 1). 
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The Board, with the support of the management 
team and the staff, oversaw the completion 
of the Strategic Plan for the three years 2018, 
2019 and 2020. The process of developing a 
new plan was suspended due to the impact 
of the COVID-19 pandemic and an interim 
business plan was prepared for 2021, allowing 
more insight into the potential longer-term 
implications of the pandemic and to emerge 
from the crisis in the strongest possible 
position. The strategic planning process for 
the next three years 2022, 2023 and 2024 is 
underway and is expected to be complete 
towards the end of 2021.

Board Sub-Committees
The Board operates a number of sub-
committees, which support its effectiveness 
through their advice and guidance on key 
issues. Currently there are four sub-committees 
in place: Audit & Finance, Fundraising, Research 
and Strategy Development.

Board Recruitment and Induction
Directors are recruited through a combination 
of public advertising and networking. When 
notification of the AGM is sent to families and 
members, particulars of any vacancies on the 
Board are included, together with details of the 
application process. On occasion, the services 
of Boardmatch have also been engaged.

Appointments to the Board are prioritised 
based on DEBRA Ireland requirements 
for expertise at a particular point in time; 
for example, in the areas of patient care, 
fundraising, governance, research or advocacy.

All new Board members: 

•  Receive key information on DEBRA Ireland 
(including an induction pack)

•  Meet the Chairperson

•  Meet the CEO 

•  Have the option to meet any member of the 
Senior Management Team and Board

Decision Making and Matters 
Reserved
Matters reserved for decision-making by the 
Board include: sign-off on the strategic plan 
and annual budget, approval for borrowing/
finance facilities, annual review of risk and 
internal control, significant litigation, CEO 
recruitment and management, approval of the 
Terms of Engagement of the statutory auditor, 
approval of new staff positions, approval of 
contracts or projects with aggregate annual 
spends in the amount of €15,000 or greater.

Pay policy for senior staff is determined by the 
Board and is benchmarked against pay levels in 
comparable non-profit organisations.

CEO Jimmy Fearon with researcher Prof Wenxin Wang and board members Val Fynes and Bobby Healy
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Risk Management
The Board of Directors review the organisation’s 
activities and identifies the principal business 
risks to which the charity is exposed and 
updates the Company’s risk register. Based on 
the potential impact on the organisation and 
the perceived likelihood of occurrence, these 
risks are monitored to ensure appropriate 
management actions are taken. 

The principal risks and uncertainties 
identified relate to:
• COVID-19
• Patient care 
• Income volatility
• Adverse publicity
• Business operations’ disruption 
• Financial fraud
• Loss of key staff
• GDPR
• Reputational risks

Overall risk to operations as a 
result of COVID 19
As a consequence of the adverse impact of 
the COVID-19 pandemic, DEBRA Ireland has 
created and rolled out, A Return to Work Safely 
plan to ensure core activities and objectives 
continue to be met:

COVID-19 Measures
o  Business Continuity Plan, COVID-19 

Assessment Report, Staff Workplan 
Template and Patient Survey.

o Training

o Office log

o Seating plan

o Return to work form

o Risk assessment and response plan 

o Procedure for entering and leaving the office

o Cleaning list

o COVID-19 communications

An interim business plan was prepared, 
setting out the financial impact of the 
COVID-19 pandemic for all major income 
and expenditure categories and actions 
required. The financial projections were 
stress tested using different scenarios.

DEBRA Ireland is grateful for the 
COVID-19 pandemic supports received 
from the government. We availed of the 
government’s wage subsidy scheme 
from 1 May 2020 to 30 June 2020 and 
the Department of Rural and Community 
Stability Fund. Government supports 
helped bridge the decrease in fundraising 
income, ensuring reserves are maintained 
to meet the charity’s objectives. 

The Company has determined that any 
further financial effects of the COVID-19 
crisis are non-adjusting subsequent 
events. Accordingly, the financial position 
for the year ended 31 March 2021 has 
not been adjusted to reflect their impact. 
The duration of the pandemic, as well as 
the effectiveness of the government and 
central bank responses in supporting the 
economy, remain unclear at this time. 
It is not possible to reliably estimate 
the impact of the crisis on the financial 
position and results of the Company for 
future periods.
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On behalf of the Board

Colm Darling      Mark Hyland
Director      Director

Date: 5 July 2021

Reference and administration information
DEBRA Ireland operates from its registered office at Butterfly Cottage, 8 Clanwilliam Terrace, 
Grand Canal Quay, Dublin 2. The organisation is a charitable company limited by guarantee, 
and was incorporated in April 1988, ref. no. 141279. 

It has been granted charitable status under Sections 207 and 208 of the Taxes Consolidation Act 
1997, ref. no. CHY 8703 and is registered with the Charities Regulatory Authority ref. no. 20021726.

Post Reporting Date Events
See Note 22 to the financial statements.

Directors and Secretary and their Interests
The Company is limited by guarantee and does not have a share capital. Therefore the directors 
and secretary who served during the year did not have a beneficial interest in the Company.

Accounting Records
The directors are responsible for ensuring that proper books and accounting records, as outlined 
in Sections 281 to 285 of the Companies Act 2014, are kept by the Company. The directors 
have appointed appropriate accounting personnel in order to ensure compliance with those 
requirements. The accounting records of the Company are maintained at the Company’s 
registered office at Butterfly Cottage, 8 Clanwilliam Terrace, Grand Canal Quay, Dublin 2.

Audit Information
The directors who held office at the date of the approval of this Directors’ report confirm that, so 
far as they are aware, there is no relevant audit information of which the Company’s auditor is 
unaware; and each director has taken all steps that he ought to have taken as a director to make 
himself aware of any relevant audit information and to establish that the Company’s auditor is 
aware of that information. 

Auditor
The auditor, Grant Thornton, continues in office in accordance with the provisions of Section 383(2) 
of the Companies Act 2014. This report was approved by the board and signed on its behalf.
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Directors’ responsibilities statement
For the financial year ended 31 March 2021

The directors are responsible for preparing the Directors’ report and the financial 
statements in accordance with applicable Irish law and regulations.

Irish company law requires the directors to prepare the financial statements 
for each financial year. Under the law, the directors have elected to prepare the 
financial statements in accordance with the Companies Act 2014 and Financial 
Reporting Standard 102 ‘The Financial Reporting Standard applicable in the UK 
and Republic of Ireland’.

Under company law, the directors must not approve the financial statements 
unless they are satisfied that they give a true and fair view of the assets, liabilities 
and financial position of the Company as at the financial year end date, of the 
profit or loss of the Company for that financial year and otherwise comply with 
the Companies Act 2014.

In preparing these financial statements, the directors are required to:

 •  select suitable accounting policies for the Company’s financial statements 
and then apply them consistently;

 •  make judgments and accounting estimates that are reasonable and 
prudent;

 •  state whether the financial statements have been prepared in accordance 
with applicable accounting standards, identify those standards, and 
note the effect and the reasons for any material departure from those 
standards; and

 •  prepare the financial statements on the going concern basis unless it is 
inappropriate to presume that the Company will continue in business.

The directors are responsible for ensuring that the Company keeps or causes 
to be kept adequate accounting records which correctly explain and record 
the transactions of the Company, enable at any time the assets, liabilities, 
financial position and profit or loss of the Company to be determined with 
reasonable accuracy, enable them to ensure that the financial statements and 
Directors’ report comply with the Companies Act 2014 and enable the financial 
statements to be audited. They are also responsible for safeguarding the assets 
of the Company and hence for taking reasonable steps for the prevention and 
detection of fraud and other irregularities.

The directors are responsible for the maintenance and integrity of the corporate 
and financial information included on the Company’s website. Legislation in the 
Republic of Ireland governing the preparation and dissemination of financial 
statements may differ from legislation in other jurisdictions.

On behalf of the Board

Colm Darling      Mark Hyland
Director      Director

Date: 5 July 2021
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Independent auditor’s report to the 
members of DEBRA Ireland
For the financial year ended 31 March 2021

Opinon
We have audited the financial statements of DEBRA Ireland (the ‘Company’), 
which comprise the Statement of financial activities, the Statement of 
financial position, the Statement of cash flows for the financial year ended 
31 March 2021, and the related notes to the financial statements, including a 
summary of significant accounting policies.

The financial reporting framework that has been applied in the preparation 
of the financial statements is Irish law and accounting standards issued by 
the Financial Reporting Council including FRS 102 ‘The Financial Reporting 
Standard applicable in the UK and Republic of Ireland’ (Generally Accepted 
Accounting Practice in Ireland).

In our opinion, DEBRA Ireland’s financial statements:

•   give a true and fair view in accordance with Generally Accepted 
Accounting Practice in Ireland of the assets, liabilities and financial 
position of the Company as at 31 March 2021 and of its financial activities 
and cash flows for the financial year then ended; and

•   have been properly prepared in accordance with the requirements of the 
Companies Act 2014.

Basis for opinion
We conducted our audit in accordance with International Standards on 
Auditing (Ireland) (ISAs (Ireland)) and applicable law. Our responsibilities 
under those standards are further described in the ‘Responsibilities of the 
auditor for the audit of the financial statements’ section of our report. We are 
independent of the Company in accordance with the ethical requirements 
that are relevant to our audit of financial statements in Ireland, namely the 
Irish Auditing and Accounting Supervisory Authority (IAASA) Ethical Standard 
concerning the integrity, objectivity and independence of the auditor, 
and the ethical pronouncements established by Chartered Accountants 
Ireland, applied as determined to be appropriate in the circumstances for 
the entity. We have fulfilled our other ethical responsibilities in accordance 
with these requirements. We believe that the audit evidence we have 
obtained is sufficient and appropriate to provide a basis for our opinion.

Conclusions relating to going concern
In auditing the financial statements, we have concluded that the director’s 
use of going concern basis of accounting in the preparation of the financial 
statements is appropriate.

Based on the work we have performed, we have not identified any 
material uncertainties relating to events or conditions that, individually or 
collectively, may cast significant doubt on the Company’s ability to continue 
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as a going concern for a period of at least twelve months from the date 
when the financial statements are authorised for issue.

Our responsibilities and the responsibilities of the directors with respect to 
going concern are described in the relevant sections of this report.

Other information
Other information comprises information included in the Directors’ report, 
other than the financial statements and our auditor’s report thereon. The 
directors are responsible for the other information. Our opinion on the 
financial statements does not cover the information and, except to the 
extent otherwise explicitly stated in our report, we do not express any form 
of assurance conclusion thereon.

In connection with our audit of the financial statements, our responsibility 
is to read the other information and, in doing so, consider whether the 
other information is materially inconsistent with the financial statements or 
our knowledge obtained in the audit, or otherwise appears to be materially 
misstated. If we identify such material inconsistencies in the financial 
statements, we are required to determine whether there is a material 
misstatement in the financial statements or a material misstatement of the 
other information. If, based on the work we have performed, we conclude 
that there is a material misstatement of this other information, we are 
required to report that fact.

We have nothing to report in this regard.

Matters on which we are required to report by the 
Companies Act 2014
•  We have obtained all the information and explanations which we 

consider necessary for the purposes of our audit.

•  In our opinion the accounting records of the Company were sufficient 
to permit the financial statements to be readily and properly audited.

•  The financial statements are in agreement with the accounting records.

•  In our opinion the information given in the Directors’ report is 
consistent with the financial statements. Based solely on the work 
undertaken in the course of our audit, in our opinion, the Directors’ 
report has been prepared in accordance with the requirements of the 
Companies Act 2014.

Matters on which we are required to report by exception
Based on our knowledge and understanding of the Company and its 
environment obtained in the course of the audit, we have not identified 
material misstatements in the Directors’ report.

Under the Companies Act 2014, we are required to report to you if, in 
our opinion, the disclosures of directors’ remuneration and transactions 
specified by sections 305 to 312 of the Acts have not been made. We have 
no exceptions to report arising from this responsibility.
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Responsibilities of management and those charged with 
governance for the financial statements
As explained more fully in the Directors’ responsibilities statement, 
management is responsible for the preparation of the financial statements 
which give a true and fair view in accordance with Generally Accepted 
Accounting Practice in Ireland, including FRS 102 as adopted by the 
European Union, and for such internal control as they determine necessary 
to enable the preparation of financial statements that are free from material 
misstatement, whether due to fraud or error.

In preparing the financial statements, management is responsible for 
assessing the Company’s ability to continue as a going concern, disclosing, 
as applicable, matters related to going concern and using the going concern 
basis of accounting unless management either intends to liquidate the 
Company or to cease operations, or has no realistic alternative but to do so.

Those charged with governance are responsible for overseeing the 
Company’s financial reporting process.

Responsibilities of the auditor for the audit of the 
financial statements
The auditor’s objectives are to obtain reasonable assurance about whether 
the financial statements as a whole are free from material misstatement, 
whether due to fraud or error, and to issue an auditor’s report that includes 
their opinion. Reasonable assurance is a high level of assurance, but is not 
a guarantee that an audit conducted in accordance with ISAs (Ireland) will 
always detect a material misstatement when it exists. Misstatements can 
arise from fraud or error and are considered material if, individually or in the 
aggregate, they could reasonably be expected to influence the economic 
decisions of users taken on the basis of these financial statements.

As part of an audit in accordance with ISAs (Ireland), the auditor will exercise 
professional judgment and maintain professional scepticism throughout the 
audit. The auditor will also:

•  Identify and assess the risks of material misstatement of the financial 
statements, whether due to fraud or error, design and perform audit 
procedures responsive to those risks, and obtain audit evidence that 
is sufficient and appropriate to provide a basis for their opinion. The 
risk of not detecting a material misstatement resulting from fraud is 
higher than for one resulting from error, as fraud may involve collusion, 
forgery, intentional omissions, misrepresentations, or the override of 
internal control.

•  Obtain an understanding of internal control relevant to the audit in order 
to design audit procedures that are appropriate in the circumstances, but 
not for the purpose of expressing an opinion on the effectiveness of the 
Company’s internal control.
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•  Evaluate the appropriateness of accounting policies used and the 
reasonableness of accounting estimates and related disclosures made by 
management.

•  Conclude on the appropriateness of management’s use of the going 
concern basis of accounting and, based on the audit evidence obtained, 
whether a material uncertainty exists related to events or conditions that 
may cast significant doubt on the Company’s ability to continue as a 
going concern. If they conclude that a material uncertainty exists, they are 
required to draw attention in the auditor’s report to the related disclosures 
in the financial statements or, if such disclosures are inadequate, to modify 
their opinion. Their conclusions are based on the audit evidence obtained 
up to the date of the auditor’s report. However, future events or conditions 
may cause the Company to cease to continue as a going concern.

•  Evaluate the overall presentation, structure and content of the financial 
statements, including the disclosures, and whether the financial statements 
represent the underlying transactions and events in a manner that 
achieves a true and fair view.

The auditor communicates with those charged with governance regarding, 
among other matters, the planned scope and timing of the audit and 
significant audit findings, including any significant deficiencies in internal 
control that may be identified during the audit.

The purpose of our audit work and to whom we owe our 
responsibilities
 
This report is made solely to the members, as a body, in accordance with 
section 391 of the Companies Act 2014. Our audit work has been undertaken 
so that we might state to the members those matters we are required to state 
to them in an auditor’s report and for no other purpose. 

To the fullest extent permitted by law, we do not accept or assume 
responsibility to anyone other than the members of the DEBRA Ireland as a 
body, for our audit work, for this report, or for the opinions we have formed.

John Duffy 
(Responsible Individual)
for and on behalf of
Grant Thornton
Chartered Accountants & Statutory Audit Firm
Dublin 2

Date:
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All amounts relate to continuing operations.
The notes on pages 50-61 form part of these financial statements.

Statement of financial activities
For the financial year ended 31 March 2021

Notes

Unrestricted
Funds

2021
€

Restricted
Funds

2021
€

Total
2021

€

Unrestricted
Funds
2020

€

Restricted
Funds
2020

€

Total
2020

€

Income from: 

Fundraising 5 1,187,478 648,536 1,836,014 1,521,951 517,592 2,039,543

Investments 6 269 - 269 3 - 3

Total income 1,187,747 648,536 1,836,283 1,521,954 517,592 2,039,546

Expenditure on:

Raising funds 7 33,409 120,401 153,810 435,503 23,250 458,753

Charitable activities 8 449,083 647,157 1,096,240 746,290 468,330 1,214,620

Total expenditure 482,492 767,558 1,250,050 1,181,793 491,580 1,673,373

Surplus/(deficit) for 
the financial year

11 705,255 (119,022) 586,233 340,161 26,012 366,173

Fund balances at begin-
ning of financial year

19 1,526,520 244,729 1,771,249 1,186,359 218,717 1,405,076

Fund balances at end 
of financial year

19 2,231,775 125,707 2,357,482 1,526,520 244,729 1,771,249
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Notes

31 March 
2021

€

31 March 
2021

€

31 March 
2020

€

31 March 
2020

€

Fixed assets
  

Tangible assets 13 9,301 8,451

Current assets
  

Stocks  14 6,942 849

Debtors: amounts falling due 
within one year

 15 35,286 277,232

Cash at bank and in hand  16 2,613,501 1,737,876

2,655,729 2,015,957

Current liabilities

Creditors: amounts falling due 
within one year

 17 (307,548) (253,159)

Net current assets   2,348,181 1,762,798

Net assets   2,357,482 1,771,249

Reserves    

Restricted funds  19 125,707 244,729

Unrestricted funds  19 2,231,775 1,526,520

Total funds   2,357,482 1,771,249

On behalf of the Board

Colm Darling      Mark Hyland
Director      Director

Date: 5 July 2021

The notes on pages 50-61 form part of these financial statements.

Statement of financial position
As at 31 March 2021
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31 March 
2021

€

31 March  
2020

€

Cash flows from operating activities
Surplus for the financial year

586,233 366,173

Adjustments for:

Interest received (269) (3)

Depreciation of tangible fixed assets 2,127 2,034

Loss on write off of tangible fixed assets 4,746 -

Donated fixed assets (6,500) -
Increase in stocks (6,093) -

Decrease/(increase) in debtors 241,946 (198,530)

Increase/(decrease) in creditors 54,389 (59,890)

Net cash generated from  
operating activities

876,579 109,784

Cash flows from investing activities 
Purchase of tangible fixed assets (1,223) (3,226)

Interest received 269 3

Net cash used in investing activities (954) (3,223)

Net increase in cash and cash equivalents 875,625 106,561

Cash and cash equivalents at beginning of 
financial year

1,737,876 1,631,315

Cash and cash equivalents at end  
of financial year 

2,613,501 1,737,876

Cash and cash equivalents at the end  
of financial year comprise:
Cash at bank and in hand 2,613,501 1,737,876

The notes on pages 50-61 form part of these financial statements.

Statement of Cashflows
For the financial year ended 31 March 2021
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Notes to the financial statements
For the financial year ended 31 March 2021

1. GENERAL INFORMATION

DEBRA Ireland is a company limited by guarantee and not having a share 
capital, incorporated in the Republic of Ireland. The registered office is at 8 
Clanwilliam Terrace, Grand Canal Quay, Dublin 2, which is also the principal 
place of business of the Company. The nature of the Company’s operations 
and its principal activities are set out in the Directors’ report.

2. STATEMENT OF COMPLIANCE 

The financial statements have been prepared in accordance with FRS 102 “The 
Financial Reporting Standard applicable in the UK and Republic of Ireland” 
(FRS 102). The financial statements have also been prepared in accordance 
with Statement of Recommended Practice (SORP), effective 1 January 2019 
“Accounting and Reporting by Charities”.

3. CRITICAL ACCOUNTING ESTIMATES AND 
JUDGEMENTS

Management is of the opinion that there are no critical judgements and 
accounting estimates that have a significant effect on the amounts recognised 
in the financial statements.

4. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES

The significant accounting policies applied in the preparation of these 
financial statements are set out below. These policies have been consistently 
applied to all years presented unless otherwise stated.

a) Basis of preparation
The financial statements have been prepared in accordance with Financial 
Reporting Standard 102 “The Financial Reporting Standard Applicable in the 
UK and Republic of Ireland” (“FRS 102”) and the Companies Act 2014. The 
financial statements have also been prepared in accordance with Statement 
of Recommended Practice (SORP) - Accounting and Reporting by Charities” 
as published by the Charity Commission for England and Wales effective 1 
January 2019, who are recognised by the UK Financial Reporting Council 
(FRC) as the appropriate body to issue SORP’s for the charity sector in the UK. 
Financial reporting in line with SORP and considered best practice for charities 
in Ireland. The directors consider that the adoption of the SORP requirements 
is the most appropriate accounting to properly reflect and disclose the 
activities of the organisation. The financial statements have been prepared 
on a going concern basis under the historical cost convention, modified to 
include certain items at fair value. 
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Going Concern 
The directors have prepared budgets and cash flows for a period of at least 
twelve months from the date of approval of the financial statements, which 
demonstrate that there is no material uncertainty regarding the Company’s 
ability to meet its liabilities as they fall due, and to continue as a going 
concern. On this basis, the directors consider it appropriate to prepare the 
financial statements on a going concern basis. Accordingly, these financial 
statements do not include any adjustments to the carrying amounts and 
classification of assets and liabilities that may arise if the Company was unable 
to continue as a going concern.

b) Income
All income is recognised in the Statement of Financial Activities (“SOFA”) when 
the Company is entitled to the income, any performance related conditions 
have been met, receipt is probable and the amount can be quantified with 
reasonable accuracy. Income comprises grants for charitable activities, 
donations and legacies, and other trading activities.

Monies received in respect of expenditure that must take place in a future 
accounting period is accounted for as deferred income and recognised as a 
liability up until the accounting period allowed by the condition to expend the 
resource.

Donated goods are recognised as income when sold. The value is derived 
from the resale value after deducting the cost to sell the goods. Donated 
services are measured and included in the financial statements on the basis of 
the value of the gift to the charity, a corresponding amount is then recognised 
in expenditure in the period of receipt.

Interest on funds held on deposit is included when receivable and the amount 
can be measured reliably by the charity.

For legacies, entitlement is taken as the earlier of the date on which either: 
the Company is aware that probate has been granted, the estate has been 
finalised and notification has been made by the executor(s) to the Trust that 
a distribution will be made, or when a distribution is received from the estate. 
Receipt of a legacy, in whole or in part, is only considered probable when the 
amount can be measured reliably, and the Company has been notified of the 
executor’s intention to make a distribution. Where legacies have been notified 
to the Company or the Company is aware of the granting a probate, and the 
criteria for income recognition have not been met, then the legacy is treated 
as contingent asset and disclosed if material.

Income is analysed as Restricted or Unrestricted. Restricted funds represent 
income recognised in the financial statements, which is subject to specific 
conditions imposed by the donors or grant making institutions. Unrestricted 
funds represent amounts, which are expendable at the discretion of the 
Company, in furtherance of the objectives of the charity. Such funds may be 
held in order to finance working capital or capital investment.
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c) Expenditure
All expenditure is accounted for on an accruals basis and has been classified 
under headings that aggregate all costs related to the category. Where costs 
cannot be directly attributed to particular headings they have been allocated 
to activities on a basis consistent with the use of the resources. The Company 
is not registered for VAT and accordingly expenditure is shown gross of 
irrecoverable VAT.

d) Operating leases: the Company as lessee
Rentals paid under operating leases are charged to the Statement of financial 
activities on a straight line basis over the lease term.

e) Employee benefits
The Company provides a range of benefits to employees, including paid 
holiday arrangements and defined contribution pension plans.

Short term benefits
Short term benefits, including holiday pay and other similar non-monetary 
benefits, are recognised as an expense in the period in which the service is 
received. A provision is made for the estimated liability for annual leave as a 
result of services rendered by employees up to the end of the financial year.

Pension
The pension costs charged in the financial statements represent the 
contributions payable by the Company.
 
f) Functional currency and presentation currency
Monetary assets and liabilities denominated in foreign currencies are 
translated into Euro using the spot rates of exchange prevailing at the year 
end date. Transactions in foreign currencies are recorded at the date of the 
transactions. Any gains or losses are taken to the statement of financial 
activities.
 
g) Fixed assets
Fixed assets are stated at cost less accumulated depreciation.

Depreciation is calculated with reference to original cost less their residual 
values over their expected useful lives at the following annual rates:

  Computer Equipment - 33% Straight Line
  Fixtures and Fittings - 15% Straight Line
  Motor Vehicles  - 20% Straight Line
 
h) Stocks
Stocks are valued at the lower of cost and net realisable value.
 
i) Cash and cash equivalents
Cash consists of cash on hand and demand deposits. Cash equivalents consist 
of short term highly liquid investments that are readily convertible to known 
amounts of cash that are subject to an insignificant risk of change in value.
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j) Financial instruments

Financial assets
Basic financial assets, including trade and other receivables and cash and bank 
balances are initially recognised at transaction price, unless the arrangement 
constitutes a financing transaction, where the transaction is measured at the 
present value of the future receipts discounted at a market rate of interest.

Such assets are subsequently carried at amortised cost using the effective 
interest method.

At the end of each reporting period financial assets measured at amortised 
cost are assessed for objective evidence of impairment. If an asset is impaired 
the impairment loss is the difference between the carrying amount and the 
present value of the estimated cash flows discounted at the asset’s original 
effective interest rate. The impairment loss is recognised in Statement of 
financial activities. 

If there is a decrease in the impairment loss arising from an event occurring 
after the impairment was recognised the impairment loss is reversed. The 
reversal is such that the current carrying amount does not exceed what the 
carrying amount would have been had the impairment not previously been 
recognised. The impairment reversal is recognised in Statement of financial 
activities.

Financial assets are derecognised when the contractual rights to the cash 
flows from the asset expire or are settled; or substantially all the risks and 
rewards of the ownership of the asset are transferred to another party; 
or control of the asset has been transferred to another party who has the 
practical ability to unilaterally sell the asset to an unrelated third party without 
imposing additional restrictions on transfer.

Financial liabilities
Basic financial liabilities, including trade and other payables are initially 
recognised at transaction price, unless the arrangement constitutes a 
financing transaction, where the debt instrument is measured at the present 
value of the future receipts discounted at a market rate of interest.

Trade payables are obligations to pay for goods or services that have been 
acquired in the ordinary course of business from suppliers. Accounts 
payable are classified as current liabilities if payment is due within one year 
or less. If not, they are presented as non-current liabilities. Trade payables 
are recognised initially at transaction price and subsequently measured at 
amortised cost using the effective interest method.

Financial liabilities are derecognised when the liability is extinguished, that is 
when the contractual obligation is discharged, cancelled or expires
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5. INCOME FROM FUNDRAISING

Grant monies include the following:             

2021
Unrestricted

€

2021
Restricted

€

2021
Total

€

2020
Unrestricted

€

2020
Restricted

€

2020
Total

€

Fundraising events 194,921 - 194,921 760,294 9,484 769,778

Donated funds 731,237 267,015 998,252 540,753 403,974 944,727

Donated services 57,802 - 57,802 71,958 - 71,958

Charity shop 140 - 140 78,720 - 78,720

Events by supporters 203,378 - 203,378 70,226 7,000 77,226

Grants – restricted - 381,521 381,521  - 97,134 97,134

1,187,478 648,536 1,836,014 1,521,951 517,592 2,039,543

Grant Purpose Term Total
Awarded

2021
€

2020
€

Health Service Executive  
(Primary Care)

Outreach Nurse Nursing 3 years 225,00 68,222 70,374

Health Service Executive  
(East Coast Area 6)

National Lottery Respite 1 year 10,300 10,300 2,360

Health Service Executive  
(Dublin North City &  
County Area 9)

National Lottery Respite 1 year 6,160 6,160 10,400

Health Service Executive  
(Dublin SW, Kildare &  
West Wicklow Area 7)

National Lottery Respite 1 year 10,000 10,000 13,000

Health Service Executive  
(West Area 2)

National Lottery Respite 1 year - - 1,000

Health Service Executive  
(Cavan Monaghan Area 1)

National Lottery Respite 1 year 1,000 1,000 -

Health Service Executive  
(South East Area 5)

National Lottery Respite 1 year 10,000 10,000 -

Department of Rural and 
Community Development

COVID-19  
stability fund

Non pay cost 
funding

1.5 years 290,500 245,250 -

Irish Revenue Temporary Wage  
Subsidy Scheme

Employee pay 
subsidy

2 months 30,589 30,589 -

381,521 97,134



8. EXPENDITURE ON CHARITABLE ACTIVITIES

7.  EXPENDITURE ON RAISING FUNDS
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6. INCOME FROM INVESTMENTS

2021
Unrestricted

€

2021
Restricted

€

2021
Total

€

2020
Unrestricted

€

2020
Restricted

€

2020
Total

€

Fundraising events 
and activities 5,273 33,919 39,192 327,630 1,283 328,913

Corporate donations 21,770 68,803 90,573 22,229 21,967 44,196

Retail shop 6,322 6,075 12,397 79,928 - 79,928

Fundraising  
communications
and media

44 10,983 11,027 3,840 - 3,840

Events by supporters - 621 621 1,876     - 1,876

33,409 120,401 153,810 435,503 23,250 458,753

2021
Unrestricted

€

2021
Restricted

€

2021
Total

€

2020
Unrestricted

€

2020
Restricted

€

2020
Total

€

Patient support 42,305 345,462 387,767 74,101 361,641 435,742

Research 9,253 177,305 186,558 145,182 68,006 213,188

Advocacy 81,939 39,370 121,309 106,782 38,557 145,339

Fundraising and mar-
keting 302,556 57,341 359,897 374,891 - 374,891

General support costs 13,030 27,679      40,709 45,334 126 45,460

449,083 647,157 1,096,240 746,290 468,330 1,214,620

2021
€

2020
€

Interest receivable 269 3
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9. STAFF NUMBERS AND COSTS

2021
€

2020
€

Salaries 599,081 606,825

Social welfare costs 59,819 68,430

Other – retirement benefit costs 4,654 16,902

663,554 692,157

The average monthly number of persons who received emoluments during 
the financial year, analysed by category, was as follows:

2021
No.

2020
No.

Patient support, research and advocacy 5 5

Fundraising and marketing 5 5

Retail shop - 2

Management, governance and  
general support

2 2

12 14

The number of employees whose emoluments for the financial year fall 
within the following bands are as follows:

2021
No.

2020
No.

€70,000 – €79,999 - 1

€80,000 – €89,999 - -

€90,000 – €99,999 1 1

€100,000 - €109,999 - -

€110,000 - €119,999 - -

Emoluments include salaries and all 
employee benefits.

Key management personnel 

The cost to the Company (including employer PRSI) of remunerating the 6 members 
of the Senior Management Team (2020: 6 members) for planning, directing and 
controlling the charity is €394,478 (2020: €386,383).
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9. STAFF NUMBERS AND COSTS (continued)

Pension costs

The Company operates a defined contribution pension scheme in respect of its 
employees. The scheme and its assets are held by independent trustees. The pension 
charge represents contributions due from the Company and amounted to €4,654 (2020: 
€16,902). An accrual arose at 31 December 2021 of €1,246 (2020: €1,246).

10. DIRECTORS’ EMOLUMENTS 

The directors received no remuneration or benefits for their services during the 
financial year.

11. SURPLUS/DEFICIT FOR THE FINANCIAL YEAR

Surplus/(deficit) is stated after charging:

12. TAXATION

The charity has been granted charitable exemption by the Revenue Commissioners.

2021
€

2020
€

Depreciation of tangible assets 2,127 2,034

Auditor’s remuneration  
(including value added tax)

8,596 9,925

Operating leases – land and building 42,500 49,250

Loss on scrap of tangible fixed assets 4,746 -
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13. TANGIBLE ASSETS  

14. STOCKS 

15. DEBTORS

Computer 
Equipment

€

Furniture &  
Fittings

€

Motor  
vehicles

€
Total

€

Cost

At 1 April 2020 13,650 9,594 - 23,244

Additions 618 605 6,500 7,723

Scrap - (8,376) - (8,376)

At 31 March 2021 14,268 1,823 6,500 22,591

Depreciation

At 1 April 2020 10,783 4,010 - 14,793

Charge for the 
financial year

1,239 888 - 2,127

Scrap - (3,630) - (3,630)

At 31 March 2021 12,022 1,268 - 13,290

Net Book Values

At 31 March 2021 2,246 555 6,500 9,301

At 31 March 2020 2,867 5,584 - 8,451

2021
€

2020
€

Merchandise stock 6,942 849

2021
€

2020
€

Prepayments 11,121 49,838

Other debtors 24,165 227,394

35,286 277,232
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16. CASH AND CASH EQUIVALENTS

17. CREDITORS
Amounts falling due within one year

18. DEFERRED INCOME

2021
€

2020
€

Cash at bank and in hand 2,613,501 1,737,876

2021
€

2020
€

Trade creditors 27,340 74,041

Accruals 159,289 99,902

Deferred income (Note 18) 102,033 64,130

PAYE/PRSI 18,886 15,086

307,548 253,159

Balance
at 31 March

2020
€

Received
2021

€

Statement
of Financial

Activity
2021

€

Balance
at 31 March

2021
€

Trust and Founda tions 6,073 12,000 (2,269) 15,804

HSE EB Outreach Nursing Grant 44,178 - (44,178) -

Future Fundraising Events 13,879 25,070 (21,004) 17,945

Stability Fund - 290,500 (245,250) 45,250

Research Fund - 40,898 (17,864) 23,034

Total 64,130 368,468 (330,565) 102,033



w

19. STATEMENT OF FUNDS

20. FINANCIAL COMMITMENTS
The minimum lease payments under non-cancellable operating leases are as follows:

The lease of the premise in North Circular Road for the Charity shop was assigned to 

the National Council for the Blind of Ireland during the financial year.
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Balance
at 31 March

2020
€

Income
2021

€

Expenditure
2021

€

Balance
at 31 March

2021
€

Patient and family respite care 58,578 77,433 (80,791) 55,220

Research - 17,864 (17,864) -

HSB EB Outreach nursing grant - 68,222 (68,222) -

Trust and Foundation income 186,151 209,178 (324,842) 70,487

Government COVID support 
funding

- 275,839 (275,839) -

Restricted Funds 244,729 648,536 (767,558) 125,707

Unrestricted funds 1,526,520 1,187,747 (482,492) 2,231,775

1,771,249 1,836,283 (1,250,050) 2,357,482 

Unrestricted
€

Restricted
€

Total
€

Balance 31 March 2021 2,231,775 125,707 2,357,482

Represented By:

Tangible assets 9,301 - 9,301

Current assets 2,311,341 344,388 2,655,729

Current liabilities   (88,867) (218,681)   (307,548)

2,231,775 125,707 2,357,482

2021
€

2020
€

Land and building
Due within one year 37,000 49,250

Between one and five years 148,000 148,000

After 5 years 37,000 74,000

222,000 271,250
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21. RELATED PARTY TRANSACTIONS

The Company’s governing documents require a majority of the board of 
directors to be patient representatives, as such certain directors or families 
of directors, are eligible to apply for EB Community Care grants.

Total EB Community Care grants advanced to directors or families of 
directors, during the financial year amounted to €3,886 (2020: €23,688).

22. POST REPORTING DATE EVENTS

There has been no significant events affecting the Company since the 
financial year end.

23. COMPANY STATUS

This is a Company limited by guarantee and accordingly has no share 
capital. In the event of the Company being wound up, each member is 
liable to an amount not exceeding €1.27. 

24. APPROVAL OF FINANCIAL STATEMENTS 

The board of directors approved these financial statements for issue on  
5 July 2021. 
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