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THE DIFFERENCE DEBRA IRELAND 
MAKES SUPPORTING THE FAMILY
Welcome to this DEBRA Ireland Review 
document. My name is Liz and I have 
an eight year old  child, Claudia, with 
Epidermolysis Bullosa, or EB for short.  
It has been an eight year rollercoaster 
ride for us as a family. 

Claudia is a smashing little girl who 
loves all things pink and glamorous.  
But behind all the posing and loving the 
camera is a very different story. She is a 
little girl struggling with her identity and 
in a lot of pain. Age eight has brought 
a lot of questions and she is now very 
aware of how different she is and the 
challenges she faces on a daily basis. 
Every year of her young life has brought 
its difficulties and each stage in her life is 
an uphill struggle. 

There was a time I used to think I could 
manage this disease and keep her in 
relatively good shape. Now I think I 
was naive and foolish as the only thing 
that manages this debilitating disease is 
the disease itself. It is totally in control 
with no warning and no guarantees. 
To say I have felt defeated at times is 
an understatement. Sometimes I’ve felt 
powerless over the condition, which can 
lead to absolute despair. One minute she 
can be in top form and all of a sudden 
she could have a horrendous fall or get a 
chronic infection. This in turn can lead 
to weeks of recovery. It is a vicious circle 
with no end in sight.

Once Claudia started to verbalise her 
illness as she got older I thought we were 
in a better place, but again this is not 
true. We have new emotions and new 
problems that the disease has started to 
present. So to be honest I have had to 
accept that things will get worse as she 
gets older. As a family we try to keep 

it ‘in the moment’ and not look too far 
ahead. EB is a race against time.

DEBRA Ireland provides fantastic 
support to our family. They have their 
finger on the pulse in terms of medical 
treatments coming on-stream. They 
keep us informed of new treatments and 
research findings. They are constantly 
trying to help the adults, children and 
families affected by EB. The charity has 
evolved more in the last twelve months 
than I have seen in the past. The families 
are communicating with each other and 
the charity really well, which is vital for 
such a specialised group.  

How the team keeps coming up with 
new and innovative ideas is beyond me, 
but they do and that is what helps to 
keep all our spirits up and gives us hope 
for the future. DEBRA Ireland is striving 
towards a cure which we all long for, but 
also for the best possible care for our 
adults and children.

On behalf of my husband Gary and 
Claudia, I would like to thank all the 
staff from the bottom of my heart for the 
dedication shown to try and beat this 
terrible condition. Without the support 
of DEBRA Ireland we would have no 
hope and with no hope our children 
would be in a very vulnerable place. 
So thank you all for providing us with 
hope. Keep up the great work!

Liz Collins
Family Patient Ambassador

“To say I have felt 
defeated at times is an 
understatement. Sometimes 
I’ve felt powerless over the 
condition, which can lead to 
absolute despair.”
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My name is Emma Fogarty, I live in Co. Laois with 
my parents and younger sister and I’m 28 years old. 
I have Recessive Dystrophic Epidermolysis Bullosa. 
From the minute I was born I have had to fight for 
everything I have today. The doctors told my parents 
that I would never last the week, that if I did I would 
have no quality of life and might never even walk. 

But here I sit at 28 years of age with so much 
accomplished. I’ve completed my Leaving Cert, 
moved out of home at the age of 18 to undertake 
a course in Limerick for 3 years. Then when I 
had that finished I moved to Dublin and worked 
there for 3 years. I loved every minute of it all and 
wouldn’t change a thing. And now I’m the Patient 
Ambassador of DEBRA Ireland, which is a position 
I treasure!

But trust me, everything I have achieved has come 
with its own set of obstacles. As proud as I was to be 
able to move out and be independent, it was one of 
the hardest things I have ever done. I would never 
have been able to move out without the assistance 
of a P. A. who took over the role of my mother for 5 
days of the week. She had to help me with the most 
basic of needs. Most people can just roll out of bed 
and set off for their day’s work but I was dependant 
on her to help with dressing, washing, eating and 
travel and that’s before I even mention my bandages 
and medication! 

But if you want something bad enough you’ll do 
anything to get it! My doctor has described EB as 
the most painful, debilitating condition she has ever 
seen. That is an understatement! If I tried to tell you 
about the pain I go through on a daily basis, words 
could never describe the severity. My threshold of 
pain is much higher because I have known nothing 
other than being in pain. Morphine is my saviour....
when it works! I do my dressings every second day 
and can take up to 2 hours, it is the bane of my life! 
It is so frustrating to have a wound that just won’t 

heal even though you are doing everything right. 
The thought of doing these horrendous dressings for 
the rest of my life drives me to distraction, but I try 
to see light at the end of the tunnel.

The light equals DEBRA Ireland. DEBRA Ireland 
has always been a big part of my life. People ask me 
why I help them as much as I do and its because 
not only have they been an amazing support to 
me through the good and bad times but mainly 
it’s because when I think about all the agony and 
hardship I have gone through over the years it 
breaks my heart to think that there are six year olds 
and younger going through the exact same thing. 
They should never have to endure what I endure.

I have been to so many of DEBRA Ireland’s events 
in the past and I see the blood, sweat and tears that 
they put into every event. Research is one of the 
most important things that DEBRA Ireland funds, 
the one thing every family dreams about is finding 
a cure or treatment for this condition. We would 
never be where we are today if it wasn’t for all the 
hard work the staff and researchers put in!

What is one of the hardest things about EB? It is to 
know that you can fight it tooth and nail but there 
is still a chance that you can develop cancer in your 
later years. But I know that if or when it does decide 
to visit me I will fight it with everything I have. And 
I can guarantee you that I will still be here with 
DEBRA Ireland in 10 and 20 years time!

Thank you all for everything. I am eternally grateful.

Emma Fogarty
Patient Ambassador

THE DAY TO DAY DIFFERENCE DEBRA IRELAND 
MAKES TO PATIENTS

Emma, her Mum Pat and Ray D’arcy at 
the People of the Year Awards 2010

“When I think about all the agony and hardship I have gone through over 
the years it breaks my heart to think that there are six year olds and younger 
going through the exact same thing. They should never have to endure what 
I endure.”
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ABOUT EB
Epidermolysis Bullosa, or EB, is a rare genetic skin 
condition which causes the skin to blister and shear 
at the slightest touch or even spontaneously.  The 
condition affects hundreds of families in Ireland 
and over 500,000 people worldwide. EB is a group 
of genetically inherited conditions affecting 1 in 
17,000 babies born. A fault in any one of the 10 
genes  known to cause the condition results in skin 
which  is extremely fragile, resulting in painful 
blisters  following minimum friction. “Butterfly 
children” is a term used for children with EB as their 
skin is as  fragile as that of a butterfly wing.

The impact of EB
The EB spectrum varies from a “mild form” which is 
disabling, to more severe forms where widespread, 
painful blistering occurs over the whole body, 
including in the eyes, mouth and other internal 
linings. Over time, the symptoms experienced in 
severe forms of EB lead to extensive and progressive 
scarring, increased disability, deformity and, often, 
premature death. Even with modern medical care 
death in infancy still occurs in some forms of EB.

The normal daily activities of childhood, from 
learning how to walk, to cycling a bike and school 
playground activities all pose high risk to people 
with EB as bumps and knocks can result in 
irreversible skin damage.

Studies show that impairment of the quality of life 
in those with more severe forms of EB far exceeds 
that of any other skin disorder. The nature of EB 
places huge, unparalleled demands on carers, with 
activities such as daily dressing changes alone 
requiring a minimum of two individuals taking two 
to three hours daily.

Patient management
Key to the management of EB patients is aggressive, 
multidisciplinary care early in infancy and 
childhood, in order to promote growth, reduce 
limb contractions and limit physical and social 
dependency in later life. Multidisciplinary care 
will facilitate the preparation of these children 
for potential new therapies, such as gene therapy, 
protein therapy or stem cell transplant, all of which 
are currently under investigation.

Mismanagement of the condition can have 
devastating consequences. Newborn infants with 
severe EB represent paediatric emergencies as 
significant irreversible damage to the skin occurs 
within a few hours of birth if incorrectly managed. 

Epidermolysis Bullosa is a lifelong disease for which 
there is currently no definitive treatment or cure, 
although this area is a subject of intensive research.

DEBRA Ireland

DEBRA Ireland was established in 1988 by a group 
of passionate parents who were frustrated at the 
level of services available to children and adults 
living with EB in Ireland. At the time, to receive 
basic treatment, families had to travel abroad. Those 
involved had a vision that one day Ireland would 
establish a centre of excellence for EB care in the 
world. Thanks to the drive of those pioneering 
parents, subsequent families and the kindness of 
supporters, DEBRA Ireland has achieved a lot in 
its 24 year history. In total, DEBRA Ireland has 
invested over €3 million to improve the lives of 
patients and families with EB in Ireland. 

DEBRA is now a national charity supporting 
individuals and families affected by EB. DEBRA 
Ireland provides expert nursing and social care 
staff to work directly with families. In addition, the 
charity commissions cutting-edge research with the 
aim of finding effective treatments and, ultimately, a 
cure for EB.

What we have achieved so far is considerable but 
there is so much more to be done before we can 
assign EB to the medical history books. Today the 
parents are still as passionate and committed as they 
were in 1988 and now have a very dedicated team 
in DEBRA Ireland fighting on their behalf. DEBRA 
Ireland will continue to play a major role nationally 
and internationally to realise the ultimate goal of 
finding a cure for EB. 

•	 Two HSE-funded EB clinics in Ireland, in Our 
 Lady’s Hospital for Sick Children, Crumlin and  
 St. James’s Hospital.
•	 Two EB-dedicated nurse specialists based in 
 Our Lady’s Hospital for Sick Children, Crumlin 
 (funded by DEBRA for 12 years) and St. James’s 
 Hospital.
•	 A full-time DEBRA Patient and Family Support 
 Worker who visits the families in their homes.
•	 In 2012 we will employ a DEBRA Nurse to 

provide much needed support in the home.
•	 A patient and family grant programme that 

funds equipment, respite, hospitalisation, 
nursing and emergency cover.

•	 A focused DEBRA Ireland research program 
that has invested in world class research 
institutes including Standford University USA, 
Trinity College Dublin, National University of 
Galway and Queen Mary University of London.

•	 A leading role in the development and activities 
of DEBRA International, an organisation that 
now unites the 41 DEBRA organisations around 
the world and puts EB on the international 
stage.

•	 An international EB research conference change 
to DEBRA Ireland hosted an EB International 
research conference in Dublin to bring together 
70 of the leading experts in EB

•	 A role in driving for a national plan for rare 
 diseases that would improve how EB patients 
 are cared for in Ireland. With DEBRA Ireland’s 
 continued involvement a plan should be in place 
 by 2013.

DEBRA IRELAND KEY DEVELOPMENTS
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Patient Care

Pictured from l-r: Paula Markey, Noelle Collura, 
Katherine Sweeney, Dr. Rosemarie Watson, Joanne 
Harford, Deirdre Callis,  Jacinta Kennedy, Jimmy Fearon 
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LINKING FAMILY, CHARITY & 
THE HEALTHCARE SYSTEM

Patient Care

LANDMARK YEAR FOR EB 
CLINICAL SERVICES

“We owe a huge debt of gratitude to 
DEBRA Ireland for providing funding 
towards our paediatric nurse specialist 
over the past 12 years.”

“Because EB is so complex and can turn 
a family’s life upside down with its many 
complications, sometimes all a family needs is 
time and space to talk and to have someone 
there to listen.”

2010 was a landmark year for the Irish EB clinical 
service. I am delighted to report that Our Lady’s 
Children’s Hospital received funding from the 
Health Service Executive toward a comprehensive 
Multidisciplinary Team dedicated to the care of 
young people with EB. This news, long awaited, 
was indeed most welcome. We owe a huge debt of 
gratitude to DEBRA Ireland for providing funding 
towards our paediatric nurse specialist over 12 years. 
There are major challenges in the appointment of 
this multidisciplinary team with the capping of 
permanent posts in hospitals and in 2012 only some 
of the permanent posts have been filled. We continue 
to work with the hospital administration to highlight 
the deficit. The adult multidisciplinary team remains 
in place at St. James’s Hospital and has been funded 
since 2002.

This year we were one of 15 countries invited to 
contribute a chapter on the care of patients with 
Epidermolysis Bullosa in each country. It is 
interesting to read the similarities and differences in 
care between countries. Some of the advantages in 
the Irish service are; 

Continuity of care for our patients  
The joint appointment of Professor Alan Irvine, 
who has a special interest in Genetics, and myself to 
both the adult and children’s hospital allows for this 
continuity of care which is particularly useful during 
the transition period from child to adult services 
which is normally a very stressful time for parents 
and children. 

Outreach Service
The development of the outreach service with 
greater communication with and involvement of 

community care for our patients has resulted in care 
where possible closer to home. 

Relationship with the UK
Our proximity to the United Kingdom has afforded 
us the access to excellent diagnostic centres. 

Financial Burden
I note the financial burden for our patients is 
significantly less than in some countries because of 
government support. 

Because of the rarity of EB and steady advances 
in research towards curative care it is important 
that our  team attend international meetings to 
keep abreast of  developments.  Once again we are 
indebted to DEBRA  Ireland who have provided the 
funding to support  further education in this regard 
facilitating attendance at meetings in Birmingham 
and London this year.  We view this financial 
support as critical towards providing international 
standards of excellence. 

To date approximately 100 patients, both adult and 
children, have accessed the EB service from Ireland 
North and South. We continue to strive to provide 
the best care for our patients and to offer the 
supports necessary to maintain daily lives as normal 
as possible.

Dr. Rosemarie Watson, Consultant Dermatologist,
Our Lady’s Childrens’ Hospital, Crumlin & 
St. James’s Hospital, Dublin

On average I would make 80 home visits a year. 
Although diverse in its nature, being the link 
between the family, the charity and the health care 
system, there is always one goal that motivates this 
role and that is to support the family. That support 
can be made up of many faces and is shaped by each 
family and their particular needs.

My role is to listen and to support. Because EB is so 
complex and can turn a family’s life upside down 
with its many complications, sometimes all a family 
needs is time and space to talk and to have someone 
there to listen. We here in the charity recognise that. 
Since our Family Support role was established we 
have undertaken over 80 annual home visits to date. 
Travelling from Co. Cork to Co. Donegal, no home 
is  too far as long as there is a cup of tea at the other 
end - I’ll bring the biscuits.

Last year alone we made 64 home visits despite the
terrible winter we had in December which really
did test our commitment to reach homes. We also
hold three family support meetings a year which 
allow families to come together and support each 
other by sharing their experiences. In 2008 we held 
our first memorial service which brought 16 families 
together to remember their loved ones who had 
sadly passed  away. Families travelled from all the 
corners of Ireland  and also from the UK to be apart 
of this moving  memorial.

We have part-funded the EB nurse specialist in 
Crumlin up to late 2010 since its establishment, as 
we see this as an invaluable service for all families 
living with EB. This has since been taken over by the 
HSE but we continue to support the hospital service.  

Last year 19 families availed of our respite grant 
which allowed them to go on holiday or have a great 

day out. We continue to be committed to helping 
families  avail of a holiday or much needed break 
and will do the same for every year. The support of 
Ryanair will allow us to develop this service.

We have also reviewed our Family Support Service 
recently to ensure we are going in the right direction 
and that we are in tune with the view of our families.  
This review aligned with our commitment to ensure  
a best practice approach at all times. The feedback 
was very positive and a major finding was the need 
for a full-time nurse to visit the families at home 
and give them practical medical support. The need 
for a nurse has become urgent as the government 
cuts back on all spending. It is critical that we allow 
parents to be parents and alleviate the immense 
medical burden that presently rests on their 
shoulders, for example the bandage change can take 
up to three hours a day.

Over the next three years I am committed to, and 
look forward to meeting, the amazing families I 
come into contact with and am truly honoured and 
blessed that they continue to welcome me into their 
homes.  

Deirdre Callis
Family Support Worker
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RESEARCH OFFERING HOPE

There is currently no treatment for EB. Each 
year brings us closer to that desperately needed 
treatment however, and the last few years have 
been no exception. Worldwide there have been 
some genuinely exciting developments with 
a number of different potential treatments 
such as gene therapy, donor cell injections, 
protein replacement therapy and bone marrow 
transplantation, either approaching, or at the 
stage of, testing in humans. 

Over the years DEBRA Ireland has funded a 
number of EB research groups, including 
groups in four high-profile research centres: 
Trinity College Dublin, National University 
of Ireland Galway, Queen Mary’s University 
of London and Stanford University USA. This 
research has focused on an EB wound dressing, 
a form of gene therapy and treatments for the 
aggressive form of skin cancer that is such a 
risk for EB patients. It has been particularly 
exciting to witness the rapid expansion of Dr. 
Wenxin Wang’s team in Galway and to support 
their growing engagement with EB.  

Recently we have consolidated several years of 
analysis and discussion into a strong research 
strategy, aimed to maximise the value from our 
efforts and funding. Despite our reduced 

capacity to fund new research projects, this 
strategy has been instrumental in guiding 
us as we continue to find ways to drive EB 
research and to ensure a continual progression 
towards effective treatments for patients. We 
strive to enable, encourage and facilitate EB 
research while also tackling the many barriers 
that can slow its progress. Much of this we 
do in collaboration with our colleagues in 
DEBRA International as we firmly believe 
that an international approach will be key to 
the development of treatments. We have also 
been very active in advocating for improved 
resources for research in Ireland, particularly 
for rare conditions. 

Our vision is that all people living with EB 
have access to effective treatments and we have 
some big plans to bring us closer to making 
that vision a reality.

Dr. Avril Kennan
Research Manager

Research

“Irwin McLean 
from Northern 
Ireland is Professor 
of Human Genetics 
in the University 
of Dundee and is a 
leading researcher 
in EB. He estimates 
that with an 
investment of €214 
million worldwide 
we can find a cure 
for EB!”Avril, & Jimmy with Staff Members at the EB House in Austria
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“DEBRA Ireland 
further inspired both 
of us to want to find 
a cure for EB.”

“The generous 
support of 
DEBRA Ireland 
provides great 
motivation.
Having such a 
well run charity 
providing a 
backing for 
our research is 
invaluable.”

Research

Dr. Vera Martins & Prof. Edel O’Toole 

OFFERING HOPE FOR THE FUTURE

I come from County Mayo and 
went to medical school at University 
College Galway, followed by further 
training in medicine and dermatology 
in Dublin and the United States.  I 
moved to London in 1998 to finish 
my dermatology training.  I obtained 
an independent position as a Senior 
Lecturer in 2001 and was promoted to 
Professor of Molecular Dermatology 
at Bart and The London in 2008.  I 
work in the Blizard Institute within 
one of the largest groups of skin 
researchers in Europe with excellent 
core facilities. 

The main focus of my research is skin 
cancer in epidermolysis bullosa and I 
have received funding from DEBRA 
Ireland which has moved this forward 
substantially.  My first funded research 
project was a PhD studentship, which 
funded a student called Vera Martins.  
Vera examined how loss of collagen 
VII (the protein that is reduced 
or absent in recessive dystrophic 
epidermolysis bullosa) affects how 
skin cancer cells invade.  She showed 
that transient loss of collagen VII 
increased cancer invasion and 
production of chemokines by cancer 
cells (these are small molecules that 
promote spread of cancer).  As a 
post-doctoral researcher in my group, 
also funded by DEBRA Ireland, Vera 
has moved on to making cell lines 
with permanent loss of collagen VII 
and other matrix proteins, so she can 

examine how this affects growth of 
tumours in vivo.  As a result of the 
funding from DEBRA Ireland and 
the data Vera produced, I received 
further funding from the British Skin 
Foundation, the BBSRC and DEBRA 
International to expand various 
aspects of Vera’s work.

DEBRA Ireland has also funded 
another project in my group looking 
at the role of a molecule called Axl 
in cancer cell survival and resistance 
to treatment.  With Cancer Research 
Technology, we are developing small 
molecule inhibitors of Axl, which 
we hope to use in experiments in the 
laboratory, in the near future.  

In summary, the support of DEBRA 
Ireland for research in my group has 
been instrumental in developing 
lots of different projects in my lab 
all focused on skin cancer and 
epidermolysis bullosa (both RDEB 
and JEB). Through DEBRA Ireland, 
Vera and I met Robert O’Neill, 
RIP, who inspired both of us even 
further to want to find a cure for 
aggressive skin cancer in EB.  We 
are very grateful to DEBRA Ireland 
fundraisers, supporters and donors.  

Professor Edel O’Toole
Queen Mary University of London

PERSPECTIVE OF A RESEARCHER
I began my position as a 
lecturer and researcher in 
the Network for Functional 
Biomaterials (NFB) in 
National University of Ireland, 
Galway, in January 2009. This 
position is part-funded by 
DEBRA Ireland and much 
of our work is focused on an 

approach to help the wounds which are a constant 
feature of EB. The great potential of our research to 
help with wound healing in EB and other conditions, 
the support provided within the NFB and the 
assistance from DEBRA Ireland have meant that my 
group has rapidly expanded and now includes three 
postdoctoral researchers, seven PhD students, and 
one masters student.

Our work in the NFB is currently focused on 
developing a healing biological skin substitute for 
the recessive dystrophic form of EB. This treatment 
combines three advanced disciplines: material 
science, cell biology and gene therapy. These three 
areas are being combined to produce a therapy that 
provides a structural support for tissue regeneration, 
supplies beneficial factors to encourage wound 
healing and replaces the missing collagen VII gene 
in EB skin, to prevent more skin damage occurring 
in the future. 

There are some very exciting approaches to gene 
therapy for EB currently in development around the 
world but they almost all require the use of viruses.  
This need for viruses is hampering the progression 
to clinical trials, due to technical issues and concerns 
over safety. Additionally, nearly all of the current 
gene therapy approaches require biopsies of the 
patient’s tissue that are then grown up in a laboratory 
and surgically grafted back onto the patient, which is 
not ideal. Our approach does not require the use of 
viruses and will be applied directly to the skin which 
should overcome these obstacles.

The area of EB research is a small family worldwide, 
but it is also close-knit and the generous support of 
DEBRA Ireland provides great motivation. Having 
such a well-run charity providing a backing for 
our research is invaluable when working in such a 
complex area, in providing perspective and great 
encouragement.

Dr. Wenxin Wang
NUI Galway
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MEETING OUR CHALLENGES

A NEW PERSPECTIVE

Future Developments
So what are we looking for in the future? The short 
answer is more change. I know we can continue to 
improve how we operate and what we can achieve 
together. At the time of writing various actions are 
under way which will bring significant benefits :
•	 As explained we are targeting more diverse and 

resilient sources of funding. 
•	 Technology offers us a lot more options than 

we have leveraged in the past to improve our 
engagement with donors and drive efficiencies in 
our processes. 

•	 The profile of DEBRA Ireland in the charities 
sector can be raised significantly among 
potential supporters. 

•	 The range and quality of care and support 
services for patients and families are being 
targeted to see how we can expand and improve 
what we deliver. 

•	 We are taking a leading and proactive role in 
 shaping and driving the research agenda, both in 
 Ireland and through DEBRA International to 

find better treatments and ultimately a cure for 
EB. 

In summary we have our sights set on driving better 
results in all those areas which are vital to us. Sadly 
we all know what lies behind the need for DEBRA 
Ireland. I want to assure our patients and families, 
who are so inspirational in their struggle against 
EB, of the determination and resolve of the board, 
management, staff and supporters of DEBRA Ireland 
to persist until we get that result you want. We will 
get there. 

Colm Darling, 

Review

“I want to assure our patients and 
families, who are so inspirational 
in their struggle against EB, of the 
determination and resolve of the board, 
management, staff and supporters of 
DEBRA Ireland to persist until we get 
that result you want. We will get there.”

DEBRA IRELAND BOARD MEMBERS

Colm Darling Dearbhla Griffith Brian O’Neill Rosita WolfeKevin GrahamVal Fynes Paul MolumbyHarry Goddard

Since I started with 
DEBRA Ireland one word 
dominates. Perspective. 
Perspective reminds us 
that despite the doom 
and gloom about the 
Irish economy the real 
challenges we face relate to 
our heath and the health of 
the people we love.

To live in pain or to watch someone you love live 
in pain draws on your will to live. Yet the families I 
work with, and represent, live this challenge every 
day with strength of character and positivity I 
marvel at. I consider it an honour to work for them 
and that honour translates into a grim determination 
to create a new future that assigns EB to the history 
books. I view it as a race against time.  What DEBRA 
has achieved to date is impressive and proves that 
with the right people with the right vision anything 
can be achieved.

But we are only some of the way down the road and 
there is still a big gap between what is provided for 
families and what is needed. We have had to 
restructure the charity to cope with economic 
challenges but thankfully we have been able to retain 
all services to support the families and to continue to 
fund our research programme.
We have reviewed everything we do through a 

detailed survey to the patients and carers living 
with EB. We also set up a number of expert groups 
around fundraising, research, patient care and 
awareness. This resulted in the generation of a three-
year Strategic Plan.

What we achieved was possible thanks to the great 
work of our staff and volunteers, managed by our 
competent executive and management team. I would 
like to thank Michael Griffith, Ben Merret, Dr. 
Rosemary Watson, Dr. Alan Irvine, Emma Fogarty, 
Liz Collins and also our board for their amazing 
support and direction.  

I am positive for the future and in my heart believe 
that DEBRA Ireland will play a very critical part in 
achieving a breakthrough.  

We dedicate this review to the memory of Robert 
O’Neill who worked tirelessly for DEBRA Ireland.  
His spirit still drives us all.”

Jimmy Fearon, 
CEO

“Perspective reminds us that the real 
challenges we face relate to our heath 
and health of the people we love.”

We in DEBRA Ireland are faced with the combined 
challenges of dealing with the impact of the economy 
on our finances while at the same time needing to 
achieve more in the critical areas of patient care 
and research. This means changing how we operate 
to become better and better at what we do. We are 
focused on continuous improvement so that we can 
achieve a lot more for our patients and families.

As a consequence of the downturn in the economy 
tough decisions were needed to stabilise our 
finances which, in common with so many other 
charities, have come under pressure. I am very 
grateful to the CEO and his staff for the leadership, 
flexibility and commitment shown and their 
willingness to deal with organisational changes 
needed, tighter financial constraints and additional 
workloads. 

An important factor which DEBRA Ireland has had 
to face was that some fundraising activities which 
served the company well in the past no longer 
made sense. It would have been easy to try and 
cling to these revenue streams even though they 
were diminishing. I am glad the confidence and 
determination is there to replace them with new 
initiatives which promise more stable funding into 
the future.

Fundraising is just one area where initiatives have 
been under way aimed at developing DEBRA Ireland 
so that we get real results in our key areas of Patient 
Care, Building Awareness of EB, Research and 
Financial Stability. The increased publicity in recent 
times about the existence and impact of EB is a good 
example of the strides being taken to build awareness. 
We have started a more active engagement with 
patients and families to assess their needs and act 
on their feedback. Also, in the vital area of research 
new links are being negotiated with industry, health 

services and the academic world. We believe this will 
increase investment in research to get the kind of 
breakthrough so badly needed.

In all of this we have sought and obtained the help of 
great people with expertise and experience in all of 
the areas we need. They generously give valuable time 
to engage on committees and work groups providing 
their knowledge and understanding across diverse 
areas including medicine, commercial enterprises, 
education, research and of course patient and family 
support. The direction and guidance received is 
a highly valuable resource helping to build our 
organisation’s capability to better meet the needs 
of our patients and families.  I would like to thank 
all those who have contributed and continue to 
contribute not just their valuable practical input but 
the encouragement and heart which come with it.

There is no doubt that DEBRA Ireland simply could 
not exist without the efforts of the network of 
families, friends and supporters who form the real 
core of the organisation.  It is vital that the Board, 
Management and Staff support and build on the great 
work done by all. We want to demonstrate through 
our own commitment just how much we appreciate 
and thank everyone for their contribution.
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CHALLENGING 
FINANCIAL TIMES

YEAR ENDED 
31st MARCH 2011

YEAR ENDED 
31st MARCH 2010

€ €

INCOMING RESOURCES

Voluntary income 492,816 464,636 
Activities for generating funds 561,994 563,043
Investment income 37,195 9,683 
Total incoming resources 1,092,005 1,067,363 

RESOURCES EXPENDED

Costs of generating funds 257,192 227,507 
Charitable activities 830,323 1,136,786 
Governance costs 23,523 32,588 
Total Resources Expended 1,111,038 1,396,881 

NET OUTGOING RESOURCES (19,033) (329,518)

“We strive to strengthen our 
financial position to ensure 
patient support and investment 
in research are maximised.”

STATEMENT OF FINANCIAL ACTIVITIES
Year Ended 31st March 2011

BALANCE SHEET
Year	Ended	31st	March	2011

YEAR ENDED 
31st MARCH 2011

YEAR ENDED 
31st MARCH 2010

€ €

BALANCE SHEET
Fixed Assets 11,574 23,089 
Current Assets 528,184 676,093
Current Liabilities (310,843) (451,234)
Net Current Assets 217,341 224,859
Total Net Assets 228,915 247,948

FUNDED BY ACCUMULATED RESERVES 228,915 247,948

The main financial challenge faced by 
Debra Ireland is to maintain a level of 
reserves that ensures financial stability 
and provides a platform to carry out the 
valuable work of Debra Ireland.

Rigorous cost cutting measures were 
introduced aimed at minimising 
expenditure while continuing to provide 
and improve patient support services. 
The co-operation and commitment 
demonstrated by the Debra Ireland team 
continues to be a vital ingredient in 
maintaining financial stability. 

The economic downturn poses new 
challenges particularly on the fundraising 
front. We continue the aim to reverse 
the underlying trend of a decline in 
net fundraising income, by building on 
our current income and exploring new 
income sources, while minimising costs.

Orla Sheehy
Financial Controller
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To put it simply, 
DEBRA Ireland would 
not exist without the 
loyalty and kindness 
shown to us by 
our supporters. We 
receive less than 3% 
funding from the 

government, which is not guaranteed, meaning that 
we rely solely on fundraising and donations from 
organisations and the public. 

Thanks to our dedicated supporters we have been 
able to follow through on our commitment to our 
patients by ensuring that they get the best possible 
services to ease the burden that EB brings to all 
aspects of their daily life. 

Your fundraising and donations have allowed us 
to invest in world-class research projects. Research 
is the one thing that offers a little ray of hope to 
patients and families affected by EB.  Because of the 
generosity shown by our individual and corporate 
supporters we are able to fund a patient support 
service that provides medical reassurance and care 
that they need right now on a day-to-day basis.

Like all charities our fundraising has been affected 

by the downturn in the economy. This has meant 
that we have had to adapt and get smarter with 
the way we approach our fundraising. We have 
developed new initiatives, re-structured our 
fundraising team and looked at more cost effective 
ways of generating income. This has enabled us 
to preserve a strong base of funding despite the 
economic downturn. It gives us a good platform for 
future growth so that we can continue to provide 
vital services to patients and families affected by EB. 

I would like to say a huge thank you to all of our 
supporters for their dedication over the years. We 
are extremely grateful to all of our supporters who 
are spreading the word about DEBRA Ireland and 
raising vital funds for the charity. To everyone who 
has made a donation, taken part in an outdoor event, 
sold our raffle tickets and butterfly badges, organised 
a fundraising event, ran or walked a marathon, 
donated or bought items from our charity shop, 
volunteered their valuable time and resources, 
donate monthly and to those who simply just told 
someone about the work that we do we cannot thank 
you enough.

Susan Woodcock, 
Fundraising Manager

THANKFUL FOR SUCH LOYAL SUPPORTERS

“We simply could not carry out the 
fundraising work we do without 
our loyal supporters.”

The Beetle Pushers who raised 
over €10,000 by pushing a beetle 
from Birmingham to Donegal 
during ‘Da Crawl to Donegal’.

Jimmy Fearon pictured with 
Stephen Tobin, Ger Maher and 
Orla Maher who raised €13,144 
by organising a cycle from 
Kilmacow to Cork .

Ken Carraher has raised over 
€7,000 by transforming his house 
into a ‘Halloween Extravaganza’ 
every year.

Review

Alla Coyne took part in the New 
Zealand Speights Coast to Coast 
Challenge - a multi sport event 
with a total distance of 243km. 
Allan raised over €5,000. 

Anita Edson has raised over 
€5,000 so far by organising a 
church gate collection in her local 
parish every year. 

Limerick Institute of Technology 
Outdoor Club (LIT OC) who 
have raised almost €10,000 
through their fundraising efforts 
over the last few years. 
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STRATEGIC PERSPECTIVE 

1. CARE 
Care	of	the	extraordinary	practical,	emotional	and
psychological	needs	of	patients	and	families	struggling	with	
the	pain	of	EB.

2. AWARENESS 
Awareness-building	of	EB	and	all	that	its	devastating	effects	
can	entail	and	what	it	takes	to	cope	with	its	impact.		

3. RESEARCH 
Research initiatives, the vital hope factor, aimed at finding
better treatments and ultimately the only true answer of a 
cure.

4. ECONOMIC SUPPORT
Quite simply, to be able to generate the financial resources
required in order to keep the fight going whether by helping
with daily expenses or supporting the most advanced 
research affordable.

In the broader context our actions take account of the 
external environment including the Charities Regulations 
Bill, the Department of Health and HSE strategy, the 
Government Disability Strategy and current economic 
conditions.

An insight into the work of DEBRA Ireland and our 
priorities is provided in the following sections under the 
above headings.

DEBRA Ireland is a 100% patient-led organisation. This is 
reflected in how the entire organization is structured and 
how key decisions are made. The vision of the parents who 
established DEBRA Ireland was the delivery of excellent care for 
EB patients in Ireland, an increase in the awareness of EB and 
investment in cutting edge research to find better treatments and 
a cure for EB. To make this vision a reality we have developed a 
strategy which we communicate under the acronym C.A.R.E. as 
summarised below. Within this we have set ourselves clear goals 
which have been defined through a process of engagement with 
the patients, the patients’ carers and family, the board, the staff, 
the medical team in the hospitals, the national and international 
researchers, business professionals and our loyal supporters 
around the country.   

The strategy is built around CARE: 

Emma & Jimmy at the 
Kerry Challenge in Dingle 
in 2011
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Building awareness is a critical part of the work of DEBRA 
Ireland. It means advocating on behalf of those affected by EB 
and lobbying to influence policy on key issues. It is strategically 
important to patient care, research and fundraising. What we 
aim to do in the public mind is:

•	 Explain about the existence of EB and how severe and life-
affecting it can be.

•	 Increase the understanding and awareness of the critical 
work and services provided by DEBRA Ireland.

•	 Achieve recognition in the charities sector, among 
supporters, potential donors and key influencers for the 
valuable contribution which DEBRA Ireland provides.

Here is an insight into our activities in this area:

•	 Engage the media to lead with stories of the patients and 
carers we represent. Most media focus on human interest 
stories that connect with their audience and leave a lasting 
impression of the condition. Having Emma Fogarty as our 
Patient Ambassador and Liz Collins as our Family Patient 
Ambassador has had a major impact on our awareness. 
They are powerful advocates for DEBRA Ireland. Their 
engagement has led to 217 articles on DEBRA Ireland 
with an estimated media value at close to €1 million. Also, 
National TV coverage including The Late Late Show, TV3 
Hero of the Year, RTE People of the Year Awards, RTE 
Nationwide and interviews on TV3 news and the morning 
show. Their support has helped us enormously.

•	 Stress the severity of the condition. If only one person has 
EB, it is one too many.

•	 Engage high profile personalities to talk about EB and the 
work of DEBRA Ireland. People listen and pay attention 
to high profile individuals and we have engaged with 
personalities that have the respect of the public e.g. Colin 
Farrell, Miriam O’Callaghan, Ray D’Arcy, Jonathan Sexton, 
Ronnie Delany, Mícheál Ó Muircheartaigh, Shane Jennings 
and the Members of Westlife. Their support has helped us 
enormously.

•	 Organise high profile events such as the Kerry Challenge, 
Wicklow Mountains Half Marathon and the Women’s Mini 
Marathon to promote the charity and raise awareness.

•	 Develop lasting  partnerships with businesses that have 
a positive impact on the patients, the employees and 
the respective brands of the charity and the company. 
Companies and their staff do care and our challenge is 
to present them with opportunities to help. The recent 
opening of Emma’s Butterfly Garden by Killashee House 
Hotel and Conor Kenny & Associates is a super example of 
this.

Our actions are focused on building real momentum and 
establishing a consciousness of EB and recognition of its 
devastating effects

1. CARE 2. AWARENESS

Alex Ennis & Colin Farrell at an event in 
December 2010

We aim to close the gap between HSE support and the needs 
of families. Our objectives in this regard have been developed 
based on those needs highlighted by our patients and their 
carers.

•	 Provide essential services and supports to people with EB 
and their carers.

•	 Develop a better understanding of the complexities and 
challenges of EB among the broader body of medical 
practitioners and service providers.

•	 Lobby for adequate core medical services and resources 
for people with EB and positively influence public policy 
in these areas.

•	 Increase the number of patients accessing the services 
provided by DEBRA Ireland.

The cornerstone of EB patient care has to be a Government
Health Service committed to supporting and caring for 
people with EB. The ideal solution would be a number of EB 
centres around the country with skilled multidisciplinary care 
teams working in conjunction with a home care programme.  
This would alleviate the major stress of three hour bandage 
changes and allow parents to be parents. In the past many 
Irish patients have had to travel to Great Ormond Street in the 
UK for treatment, at considerable pain and cost to the families 
involved. This was far from ideal. 

Thanks to the great work of Dr. Rosemarie Watson and 
Professor Alan Irvine, supported by DEBRA Ireland, the HSE 
now funds multi-disciplinary clinics in Our Lady’s Children’s 
Hospital Crumlin (OLCHC) and St. James’s Hospital (SJH). 
The EB unit in SJH was established in 2002 whereas OLCHC 
only received proper funding in 2010. Though the funding 
has been allocated in OLCHC there is still a major challenge 
regarding appointment of the key staff. This will necessitate an 
investment of time in lobbying and advocacy work.

We will continue to support the critical work being done by 
the highly committed staff in these hospitals and to push for 
additional resources. The services provided directly through 
DEBRA Ireland are managed by our staff Family Support 
Worker. Arising from the findings of our survey we are 
further developing our level of day-to-day supports and we 
are targeting a number of enhancements to the assistance 
provided to patients and families. Including the following:

•	 The introduction of a nurse to visit the families at home .
•	  Participation in future potential clinical trials.
•	 Provision of counselling services needed at different times .
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Strategy

We believe research will provide the solutions to the problems faced 
by people with EB. One of our core aims is to increase the amount 
and quality of EB research being conducted and the potential to 
translate the results from research into actual benefits for patients. 
In 2007 we employed a Research Manager, with a doctorate in 
genetics, to strengthen and develop EB research efforts, to ensure 
value for money and to act as a central point for all stakeholders 
with an interest in research. Our research objectives are as follows:

•	 To drive for the development of effective treatments and cures for 
EB.

•	 To develop and provide a resource (i.e. a Research Manager) that 
is expert in electing and guiding the best EB research programmes.

•	 To coordinate research initiatives with other organizations where 
increased value and/or increased prospects of success can be 
achieved.

•	 To communicate and explain progress in a manner which helps 
understanding by all concerned with EB

Our aim is to maximise the output from current EB research 
initiatives and to drive new research. We fund only high-quality 
science and avoid duplication of research being carried out 
elsewhere. 

We provide dedicated support to researchers so their work reaches 
its full potential. We also have a valuable role to play in connecting 
the many strands that need to come together to deliver treatments 
to patients. We hold a central position among all stakeholders with 
an interest in seeing treatments developed and we can use this 
position to speed progress. 

Our research has had much success. We are the only dermatology 
charity in the country funding medical research and one of the 
largest funders of EB research worldwide. We have funded research 
into EB skin cancer in London and California, which has greatly 
improved the understanding of its underlying causes and made 
progress towards possible treatments. We have been instrumental 
in building an EB research team in Galway and supporting them 
in obtaining external research grants, including Irish government 
funding for a large, four-year project, into an approach for wound 
healing in EB. Looking forward, we are investigating the exciting 
possibility of supporting EB research within the impressive new 
Charles Institute of Dermatology in UCD.  

In addition to our Irish focus we have made a valuable contribution 
to the research elements of DEBRA International. We have hosted 
international EB research conferences and have ongoing input into 
international EB research strategy and initiatives, including the 
development of best practice guidelines for the clinical care of EB 
patients. We have also developed valuable relationships with EB 
researchers around the world, helping to generate an EB research 
community and to foster successful collaborations.

3. RESEARCH 4. ECONOMIC SUPPORT
We raise funds to be able to provide support 
such as patient care, nursing, family support 
services, respite grants and to invest in research. In 
managing our finances our economic objectives are 
as follows:

•	 Develop and maintain a strong sustainable 
funding base to finance the activities which best 
support people with EB and their carers.

•	 Ensure value for spend in all areas of activity.
•	 Provide a strong financial control environment.
•	 Present the organisations finances in a 

transparent and easily understood manner.

In the last two to three years our resourcing has 
undergone serious challenge. The impact of the 
economic downturn has demanded a radical 
response to reduce costs and introduce new sources 
of funding. In many instances this has tested the 
resolve of all involved in DEBRA Ireland to change 
from previously successful operating methods. 
For some time it seemed that the mere survival 
of the charity would be a major achievement. We 
are now driving further changes to deliver the 
financial resources required to support the needs of 
patients and families. We are seeing positive results 
emerging from changes implemented to date 
and we are going to build on these through:

•	 Engaging the best available expertise in medical 
practice and commercial enterprises to help 
shape and drive our organisation and validate 
investment decisions.

•	 Connecting with individuals and companies 
who have the standing in the community to 
make a meaningful contribution to DEBRA 
Ireland by increasing awareness and financial 
resources.

•	 Greater use of technology to help all who 
support DEBRA Ireland and to deliver 
efficiencies and value for money.

•	 Adherence to the statement of Guiding 
Principles of Fundraising as issued by the Irish 
Charities Tax Reform (ICTR).
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www.facebook.com/debraireland

www.twitter.com/debraireland

www.youtube.com/debrairelandcharity

CONTACT US
DEBRA Ireland,  
La Touche House,  
1 Grove Road,  
Rathmines, Dublin 6.

Tel: +353 (1) 412 6924
Fax: +353 (1) 633 5104

Email: info@debraireland.org
Web: www.debraireland.org
Charity Number: CHY8703


