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DEBRA Ireland

Directors' report
For the financial year ended 31 March 2019

The directors have pleasure in submitting the audited financial statements of the company for the year
ended 31 March 2019.

1.

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.

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

DEBRA Ireland is governed by a Board of Directors, which has overall responsibility for the
governance, strategy and oversight of the organisation. The Board is responsible for reviewing the
financial performance and ensuring that there is effective internal control and risk management in
place. The Board delegate’s 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). The Board, with the support of the management team and the staff, have
completed the Strategic Plan for the three years 2018, 2019 and 2020. A sub-committee was
formed comprising of three Board members and the Senior Management Team to this end. Work
has commenced on the Strategic Plan for 2020-23.

DEBRA Ireland’s Board is committed to achieving high standards of govemnance. It is signed up
to the Regulator’s Code of Governance and is currently working through the stages in order to
ensure 100% compliance. 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 which came into force on 25th May 2018.

Board of Directors

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

The Board meets 6 times a year and holds its AGM each year.
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2. STRUCTURE, GOVERANCE AND MANAGEMENT (contirued)

Board of Directors

| Chief Executive Office Manager
Head of Research Fanily Support £ ll és: 4 & Financial
& Advocacy Manager Mar m‘g Controiler
Digital & Fundraising Community and Corporite .
| Advocacy officer l c e, i Groups Manager Engagemient Finance & CRM

Charity Shop
Manager

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.

While two-thirds of directors are required to retire by rotation each year, they are eligible to offer
themselves for re-election.

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 three sub-comumittees in place: Audit &
Finance, Fundraising and Research and Strategy.
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STRUCTURE, GOVERANCE AND MANAGEMENT (confinued)

Board Recruitment and Induction

Directors are recruited through a combination of public advertising and internal 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:

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

e  Meet the Chairperson

e 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 of the strategic plan and
annual budget, approval for borrowing/finance facilities, annual review of risk and internal control,
significant litigation, CEO management and support, 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.

Risk Management

The Board of Directors has undertaken a comprehensive review of the organisation’s activities,
identified the principal business risks to which the charity is exposed and recorded them in a risk
register. Based on the potential impact on the organisation and the perceived likelihood of
occurrence, these risks are monitored to mitigate against occurrence.
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2.

STRUCTURE, GOVERANCE AND MANAGEMENT (continued)

The principal risks and uncertainties identified relate to:

Patient care

Income volatility

Adverse publicity

Business operations disruption
Financial fraud

Loss of key staff

® © & o o o

As part of our annual audit for 2019, Grant Thornton audited potential financial risks of which none were

highlighted.

OUR VISION, VALUES AND MISSION

As part of the Strategic Plan for 2018-2020, we updated the vision, values and mission. (See
Figure 2.) DEBRA Ireland’s vision is to find a cure for 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. By also funding pioneering
research into better treatments, we strive to enhance the quality of life of people who are affected
by EB and to one day find a cure, which is the real hope for the future.

Our primary objectives are:

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.

s to encourage the development of EB support initiatives nationally and through DEBRA
International so as to foster co-operation and mutual support in patient care and research.

e to raise sufficient funds to make achievement of these objectives possible.

Heartfelt Gratitude

We receive help and support from many quarters and we cannot state strongly enough how grateful
we are for it. On behalf of the Board, thank you so much again to our donors, supporters, the
general public, research partners, medical and professional services, DEBRA Ireland staff and
volunteers and, in particular, those living with EB who are a true inspiration to all of us.
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3. OUR VISION, VALUES AND MISSION (continued)

A Cure for EB

~_/
08\3 RA Dedicated to transforming the

seaen e lives of people living wath EB

fo improve care \ To develop
for people hving \ treatments and
with EB ' find a cure for B

Figure 2: Vision Mission & Values
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4. REVIEW OF PATIENT CARE, RESEARCH AND ADVOCACY ACTIVITY

PATIENT CARE
What we do

Our focus during the year continued to be on improving the level of home and community care for people
living with EB, their families and their carers. This is achieved through our EB Community Care Programme
and our family support team who drive the length and breadth of the island of Ireland visiting families in
their homes. They listen to the needs of the families and aim to offer a customised solution for every family.
The DEBRA care model is based on the Ecological System Theory (ESM) where the individual is central
but where an understanding of the individual relationship with communities and wider societies is necessary
to bring about positive change. Our family support team strives to make this happen by carrying out home
visits and being available to families by email, telephone and by partnering with other professional agencies
including the HSE, the hospitals, private health care
providers, charities and the community support services.
Our service helps families access local, peer and clinical
support in order to ensure every person living with EB
realises their full potential and lives an independent life.

Our decision, on the guidance and advice of the amazing
medical team in Our Lady’s Children’s Hospital and St
James’s Hospital to fund the Outreach Nurse in Crumlin,
has proved to be a very good one and the role is
becoming even more important in the effective
coordination of community medical care for the families.
The DEBRA initiated report entitled “Identifying the Optimum Role and function of an EB Outreach
Nurse” 2018 carried out by UCD School of Nursing Midwifery and Health Systems was also published
this year and this has helped to shape and validate the role with respondents clearly in need of greater
support. DEBRA and the clinical team are very pleased with the impact of the role and have identified the

need for two more Outreach Nurses.

Similarly, our decision to expand our family support team has worked out very well with increased contact
and support for families in need. We are planning a survey next year and it will be interesting to assess the
families’ views of our service.

Our strategy in this area has been driven by the finding of the DEBRA initiated study in 2015 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) ; 4 Stakeholder-Centred

Approach.”

This investment in resources has allowed DEBRA to think more strategically and this has led to a number
of new initiatives including:

1. An international benchmarking and collaboration exercise with other international DEBRA’s

including DEBRA UK and DEBRA Spain.
2. A collaboration exercise with other Irish charities who offer family support with the Disability

Federation Ireland facilitating an initial meeting.
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Underlying this is the need to improve our service and to take actions that
lead to a positive impact on families living with EB with a view to
improving their overall quality of life. DEBRA aspires to ensure every
person living with EB live full independent lives and realise their full
potential.

DEBRA takes a holistic approach to the support and care we offer
families. Key indicators are patient ability to:

access practical help and support from our family support team

access all public entitlements available, as families adjust to life as full time carers

access a wellbeing grant for families / individuals living with EB

access special grants for equipment/clothing that improves comfort and care

access funding for counselling when EB becomes too much for the family

access clinical nursing support at home

access care packages in the home for a minimum of nine hours nursing care and nine care assistant
hours per week.

® 6 & & ¢ @ o

Care Packages
The international research supports the work of UCD and UL and supports the view that families who allow

community and nursing support in the home will experience marked improvement in their relationships,
health and quality of life. Our challenge is getting families to test the model and then the delivery of same.

We are encountering two main delivery challenges in relation to care packages:

1. Getting sufficient care packages approved by the HSE for families.
2. Correct standards of resources being available within the community for those allocated a package.

In our daily work with the families we are reminded every day of the urgent need for care packages. Care
packages are generally made up of an agreed number of nursing hours and agreed number of care assistant
hours that are delivered directly in the home. Families who don’t have these packages in place from the start
struggle to access them retrospectively. It appears to be harder to prove that the support is needed if families
have been without it from the start and there is an element of postcode lottery to this. Where you live in
Treland is a factor of how successful you will be on accessing community support.

The Outreach Nurse, with support from DEBRA’s Advocacy Manager, has played a key role in winning
packages for families. Last year a family with a new born baby left the hospital with a 20 hour a week
package. This was a big breakthrough and we hope this sets precedence for the future. But there are still
many obstacles to overcome if all families who need this vital support get it and the work we are doing
around lobbying and advocacy is proving critical. The stakes are high as without a care package the impact
on the family over time can erode health, energy and hope. As a result, this puts an additional demand on
our EB community care programme and we have looked to meet this demand over the year.
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Achievements

Regarding the EB Outreach Nurse Specialist, the role evolved and the
activity levels increased as she became familiar with the challenges and the
different families. A busy year as the table below illustrates:

71 Home visits

952 Support calls to families

69 Patient seen in clinical setting

31 Community Management Meeting — Schools/ Maternity
Hospital / Community Teams g

We are seeing better wound monitoring and cancer surveillance within the home and an increase in the
number of families with nursing care packages set up in their community. There has also been a smoother
transition for little ones into primary school as a result of the EB outreach nurse training the Special Needs
Assistants and schools on the care that is required for a child with EB.

Support for Clinical Team
DEBRA Treland continues to give financial support to the clinical teams in Our Lady’s Children Hospital

Crumlin (OLCHC) and St James’s Hospital (SJTH). We meet with both teams regularly to ensure we are
offering continued support in areas such as funding for staff training and or requirements for additional
clinical equipment. It is a very effective collaborative partnership.

The Family Support Team

DEBRA’s Family Support Service had a busy year and here is a summary of their activity:

102 Home visit North and South or Ireland ( 0.6 FTE for 6 months, 1.1 FTE for 6
months

408 Support Calls

€35,257 Well-being Grants processed

2, Family weekend Event

Well-being Grants
DEBRA Ireland issued approximately €45,000 in grants directly to the well-being of families, covering

respite, hospital, equipment/ travel and independence. Our respite grant, in particular, can often be the
difference in a family being able to take a break or not.

Goals for 2019/2020

Benchmarking
This year we are all about reflect, review, evaluate and the growth of our service. We plan to collaborate

more with other DEBRAs internationally to share, learn and evaluate our service against how others are
offering and shaping their support services. We have also committed to meeting a number of national
charities to engage in a bench marking exercise to see how we sit within the sector in Ireland. Our hope is
that we leam from each other and collect data that will allow us to evaluate how we are doing so we can

£row our services.

10
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Patient Survey

DEBRA is also planning a national patient survey that will roll out in the second quarter of this year. We
hope this wil! inform us on the type of support people living with EB and their carers and family would like
to receive in the future. The data collected from this survey will contribute towards the Strategic Plan for
2020-23. This will include perspectives from all members of the family including the sibling voice which
can sometimes go unheard. DEBRA is also planning to pilot a new data capture system to help us to track
out outputs and outcomes.

Continued collaboration with DEBRA UK/ DEBRA Spain

As we did in 2018, this year we are equally committed to strengthen our links with our neighbour DEBRA
UK and with our colleagues in DEBRA Spain. We have committed to meet regularly with UK and Spain to
deepen and strengthen our working relationship. Our aim is to share knowledge with each other in order to
offer better supports to people living with EB and benchmark our work against each other

Barretstown Children’s Camp

After the huge success of our family weekend in Barretstown in 2018 we are planning our next one for
September 2019. This year we plan to extend the invitation to DEBRA UK and DEBRA Spain thus
introducing our families to more peer support. This Family camp provides an amazing platform for families
to share stories and build relationships that will go beyond the weekend. Forging these relationships have
proven to be a real source of strength for families. We will have an EB nurse on site for the duration of the
camp and will incorporate a self-care/information aspect to the weekend for parents and adults.

Memorial Service
This year we have our 6" memorial service in 2019. Again it will be in the beautiful and tranquil setting of

Kilashee House, in our Butterfly garden. It allows families to come together and remember their loved ones.
The feedback from families has always been very positive. It provides a special space for family to
acknowledge their feelings in a very mindful manner.

RESEARCH

What We Do
There is currently no significantly effective treatments or cures for EB and our work to change that is at the

core of DEBRA Treland. We recognise that progress will require partnership and a broad and ambitious
view of what it means to support research. As a patient organisation that has grown in strength and influence
every passing year, we continually look to accelerate the momentum of research and to ensure the relevance
of that research to patient needs. We are experts in connecting creative people, stimulating new research and
breaking down the complex barriers between the lab and the bedside. The small number of patients and the
limited expertise inherent to a rare disease makes working internationally an imperative. We have been
successful in building an international network of people and organisations important to our cause. In 2018
and 2019, we continued and expanded our efforts in research and made significant progress across a number
of areas.

11
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Achievements
Working towards an EB patient registry
- Over the past year we have continued our development of the Irish and international registries. We are

now at the stage where the Irish and international registry platform has been developed. We are
currently seeking ethical approval from Our Lady’s Children’s Hospital Crumlin and St. James’s
Hospital to gather vital information from consenting patients for the Irish registry and hope that it will
be fully functional by the end of 2019. In addition, we are in discussions with National and
International Skin Registry Solutions to take over the development and maintenance of the registries as
an independent non-profit body going forward. DEBRA will still maintain some oversight of the
registries by sitting on the Executive Committee of the Irish EB Registry.

- This registry has the potential to be of enormous value in facilitating research, in permitting patients to
play an increased role in their own care and in supporting clinical care.

Progress in national EB research
- Our support of the Charles Institute of Dermatology in UCD to develop and facilitate new research into

EB was taken to the next level in 2018 with a number of successes that will bring its technology
developments closer to a reality.

- Amryt Pharma in partnership with
UCD, Curran Scientific and DEBRA Ireland
were successful in securing €8.4M from the
Disruptive Technologies Innovation Fund
(DTIF). This is a huge boost to the
development of a treatment for EB and, if
effective, will have a major impact on those
living with EB. The fund will enable Amryt
Pharma to bring this gene therapy to clinical
trials and hopefully an effective treatment for
EB.

- UCD and DEBRA Ireland were also
successful in their application to the SFI
Future Innovator Award where they have
embraced the element of patient involvement
into research to ensure that the technologies

that are being developed are meeting the needs of those living with EB.

Progress in international EB research

- DEBRA Ireland plays a leading role in
DEBRA International, in particular in the
areas of research, clinical care and patient
involvement. We are actively involved in
the DEBRA International research
funding process, and held a DEBRA
International research workshop in
Dublin in November to discuss key
projects that DEBRA International are
involved in and how to build on our great
research platform to deliver more in
international research.
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— We have continued to support a new Wound Healing project that will be performed by Professor Sabine
Eming of the University of Cologne, Germany over the next 3 years. We have also committed to
funding a project in the next grant call on chronic inflammation and fibrosis.

- It is a very exciting time to be involved in international research with many technologies reaching the
stage of clinical translation. With a large number of clinical trials taking place, we hope to see a big
improvement in treatments for EB coming on the market over the next decade.

Debra International Research Workshop in Dublin, November2018

Patient involvement
DEBRA Ireland continued to facilitate patient involvement in national and international EB research

activities such as the DEBRA International research funding process and the DEBRA Intemational
Research Involvement Network. In addition, we plan to bring this to the next level by implementing PPI
into the core of our DEBRA Ireland research strategy in 2019 and hope to create a PPI panel from this.

Rare disease research

DEBRA Ireland also plays an active role in the greater arena of rare and genetic diseases. Many of the
same techniques used and investigated for use in the treatment of other diseases, such as gene therapy, can
also be applied to EB. We are a member of the umbrella group, Medical Research Charities Group,
(MRCG) and our Research Manager sits on the Board of Trustees. We also actively participate in the
MRCG Shared Learning Group on PPI. We are also a member of Rare Diseases Ireland and have been
actively involved in inputting into the research priorities for the next National Plan for Rare Diseases.

Goals for 2019

e Deliver an operational Irish EB Registry

o Present the International EB Registry to the EB
World Congress in London

¢ Investigate the potential for new research in the
Charles Institute through the new Director

¢ Fund a DEBRA International Research project on
chronic inflammation and fibrosis

e Develop a PPI strategy for DEBRA Ireland
research

o Develop the research strategy for 2019 - 2023

ADVOCACY

What We Do
DEBRA’s work in this area is focused on trying to partner with The Department of Health and HSE to

improve the level of core medical services for people living with EB, their families and carers in both the
hospital and in their community and home. This is done with guidance and active input from the medical
team in Crumlin who work tirelessly for all the families. Under their direction we identify the key areas
support is needed. Overall the HSE provide great care in terms of funding for the Butterfly Clinic in
Crumlin and the service in St James’s and also covering the big costs associated with EB but the families
need more core medical services that DEBRA is unable to fund. They also took over the funding for the
Outreach Nurse two years ago. A big challenge is to get this role made permanent and our launch in
October was a step in the right direction.

13
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Achievements

Political Campaign

On Wed 3" October 2018 DEBRA Ireland, with the assistance of patient representatives and clinical
experts, launched a report “Identifying the Optimum Role and Function of an Outreach Nurse” in
Buswells Hotel. It was launched by Minister for State for Disabilities, Finian McGrath and attended by
numerous political representatives. This launch encouraged many of the attendees to put forward
Parliamentary Questions on EB service provision. This continued presence within the political
environment extends our ability to lobby on behalf of the families we support.

(Pictured right: Fiona Aherne, Advocacy Manager and Minister for State, Finian Mc Grath.)

EB Outreach Nursing Service

We are now in the final year of the 3 years funding committed by the HSE
for the EB Outreach Nurse. The Outreach nurse delivers support for both
patients and families in the home setting, educates primary healthcare
professionals and co-ordinates hospital and primary based care. As
detailed under care section the role continues to prove its worth and was
identified by the recent UCD -led study on the impact of an EB Outreach
Nurse as “having the potential to address the many health care needs
identified by participants living with EB”. In October 2018, following our
lobbying campaign, the Minister for Health Simon Harris acknowledged
the positive impact the EB Outreach nurse role was having. We are
planning a meeting with Minister Harris in 2019/20.

Generating Evidence
To ensure we get 100% buy in from the key stakeholders we need to generate evidence to support our

advocacy. This year Phase 1 of the UCD-led study on the impact of an EB Qutreach Nurse was completed.
In the study “Identifying the Optimum Role and function of an EB Outreach Nurse” families living with
EB identified 5 health care needs:

Support managing health physical healthcare issues.
Access to community and home based services.
Information specific to EB.

Advice regarding benefits and entitlements.
Effective interactions with health care professionals.

AN I

The study’s findings support the view that an EB Outreach Nurse has the potential to address the many
healthcare needs identified.

The steering group have concluded that Phase 2 will be conducted in 2-4 years (approx.). This gap in time
will allow the study to capture the real impact of the nursing service over a significant period and
ultimately solidify the case for additional EB Outreach Nurses.

14



DEBRA Ireland

Directors' report
For the financial year ended 31 March 2019

Working in partnership with relevant organisations

As a small advocacy organisation, we aim to strengthen our efforts wherever possible by collaborating with
organisations with shared objectives. To this end, we continue to play an integral role in a number of
national umbrella organisations and participate in relevant national events. This approach provides us with
on-going access to thought-leaders across the areas of advocacy, patient care and research and ensures that
the needs of EB patients are front and central in relevant policy initiatives. This year DEBRA Ireland
presented at Rare Disease day on the importance of patient involvement and evidence gathering are in rare
disease service development. This provided DEBRA the opportunity to showcase the journey to securing 3
years HSE funding for a previously DEBRA funded EB Outreach nurse post.

Advecacy

With the unknown and ever changing health service climate in Ireland it is vital that people living with EB
can expect and depend on a consistent and adequate provision of services. Often, long-term needs are met
with short term solutions. It is vital that DEBRA continue to work with all relevant stakeholders to
understand patient needs and formulate an advocacy and lobbying campaign to meet those needs. EB
outreach services, accessibility of care packages, health entitlements and treatments are some of the topics
DEBRA aim to improve by advocating and lobbying. This year, we further prioritised the policy aspect of
the advocacy role allowing DEBRA to collaborate on national policy with a view to influencing it on
behalf of those living with EB.

Goals 2019/20

The plans for the coming year in line with our Strategic Plan 2018-20 and is to do more of the same and
campaign for:

1. Permanency for the current EB Outreach Nurse

2. Seek funding for two additional EB Outreach nurse posts.
3. Full time Psychologist in Crumlin and St James’s

4. Care packages for all the families in need.

Also

o  Secure meetings with Disability managers in relevant CHO areas nationwide to highlight the care
package needs of patients with EB.

o  Facilitate the refurbishment of the current dressing-change facilities in Nazareth Ward in Our Lady’s
Children’s Hospital, Crumlin as well as providing equipment needed.

*  Re-investigate the options for availing of Botox treatment.

FUNDRAISING

We sincerely thank all of our loyal supporters and donors who make it possible for DEBRA TIreland to exist
and be in a position to provide much needed help for those affected by EB. Year after year we are
astounded at the remarkable fact that the vast majority of our supporters, whether corporate or individual,
are unaffected by EB themselves but profoundly connect with EB family stories in the media. We
therefore commend our families, who have such a burden already — living with the day-to-day battle that is
EB, who selflessly share the story of their EB journey for the betterment of the entire EB community.

15
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What We Do

Our fundraising efforts are focused on a number of areas:

1. DEBRA events

2. Supporter led events (run by supporters, schools etc.)

3. Corporate partnerships and donations

4. Individual giving — regular donations, once off and raffle campaigns
5. Retail

6. Grants & Trusts

7. Government funding (see Advocacy section)

1. DEBRA Events

The Arctic challenge, now in year two, doubled its number
in March 2019 with two groups travelling to Finland in
March 2019. The nature of this event being high
involvement in terms of preparation training and the week
itself means that a loyal group of DEBRA champions
continues to grow.

The Wicklow and Kerry mountain challenges are stable and
consistent events that have a loyal following and reliable
income. We also maintain a core group of mini marathon
participants who we host at a DEBRA event each June.

2 Supporter Led Events

The DEBRA community is very lucky to be supported by
individuals who host events on our behalf. Two great
examples are:

Ken Carraher who is in his 10® year of transforming his
house into a spectacular Halloween house of horrors and all
the proceeds are very generously donated to DEBRA
Ireland. Over the last nine years, he has raised an
outstanding €35,000!

Gin Experience - Following on from the success of the Gin Experience in 2018 we were chosen to be their
charity partner again in 2019. In April, over 20 volunteers helped distribute over 5,000 tattoos and raise
over €18,000 for DEBRA Ireland. As part of the partnership we received €10 from every ticket sold. We
are delighted that we continue to work with the Celtic Whiskey Shop, Dawson Street who organise this

event every year.
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3. Corporate Partnerships

Having been in partnership with Applegreen in
2016&17, receiving in excess of €330,000
during that two-year period, we were thrilled to
be chosen again for 2018 & 2019.

The partnership has played a significant role in
generating awareness of EB in communities
throughout Ireland in addition to the financial
contribution towards EB Community Care
fund.

In line with our strategic plan 2018-2020, we secured a new staff member in
a corporate partnership recruitment role in November 2017. This addition to
our team ensured we were able to focus on acquiring more corporate
partnerships and within 6 months, we were delighted to secure partnerships
with both the DAA and the Ireland Funds as a direct result of investing in the
role.

Our partnership with the DAA has resulted in further awareness building at
both terminals at Dublin Airport in 2019. They very generously offered us
promotion poster sites for Mini Marathon awareness.

4. Individual Giving
Our regular donations continue to buck the trend. Charity industry standard is
up to 15% attrition, whereas our retention remains strong and even a modest

acquisition resulted in an almost unchanged steady income of €140k per year.

Similarly, the last financial year saw a change in Raffle campaign when we ran a Christmas and Summer
Raffle recruiting over 10,000 people to sell raffle tickets on our behalf. All indicators show a retum to

previous strong results.

5. Retail
Our new shop in Phibsboro opened in July 2018 having closed in Camden Street in March 2017. Securing

new premises within a suitable budget was difficult however, we are now trading steadily. Since opening in
July, we have worked hard to increase awareness of DEBRA Ireland in the locality while positioning
ourselves as a go to charity shop in the location

6. Grants & Trusts
Both the Ireland Funds and a private US donor have chosen DEBRA for multiannual partnerships making
significant donations to EB Community Care.

7. Government funding (see Advocacy section)
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AWARENESS UPDATE

Building awareness is a critical part of the work of DEBRA Ireland. There is a stigma to living with EB
where people unaware of the condition make incorrect assumptions; their reaction can lead to upset and
psychological damage to people living with EB. In response to this patient need, we have spent the past 6
years building a national campaign, EB Awareness Week (last week in October).

In October 2018, with the help of Applegreen, DEBRA Ireland produced and distributed over 200,000
temporary butterfly tattoos around Ireland. These tattoos had two functions — to be circulated freely and
worn by the people of Ireland in solidarity with our EB families and to raise funds for EB treatments

through the donation via text message of €4.

The campaign gained
phenomenal traction in
mainstream and social
media amongst well-
known celebrities,
sports stars and
political figures. Our
media success was
significantly enhanced
because of retaining the
services of an
outsource media
advisor, Media Consult,
who did a great deal of
groundwork in regional
as well as national
press and radio.

The icing on the cake was an outstanding appearance by Patient Ambassador Emma Fogarty with Actor
Colin Farrell on The Late Late Show in December 2018. This appearance resulted in €180k in text and

online donations!

Goals for 2019

In this coming financial year our big focus is systems upgrade and stabilising growth. 2018/19 was our first
time to reach over the €2m in terms of income and is a milestone we are extremely proud of. We want to
ensure that we can make this a level we can sustain and building the right systems are important to do that.
Amongst these changes include:

Upgrade of our CRM system

Retraining to ensure this system is used to fill capacity

Locking in solid, sustainable growth across events and campaigns
Improving in Digital media practices and conversion rates
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5 FINANCIAL REVIEW

The financial results for the year to 31 March 2019 are outlined in the Statement of Financial
Activities, the Statement of Financial Position and the Statement of Cash Flows.

DEBRA Ireland achieved a net increase in funds of €535,053 in the financial year to 31 March
2019. This was achieved through effective fundraising activity, the passionate support of staff and
volunteers and underpinned by sound financial management. The charity recorded gross
fundraising income of €2,117,686 (2018: €1,418,694) in the financial year, an increase of 49%.
Income from our fundraising events income stream, was particularly strong raising €988,641
(2018: €411,263). Income from donated funds and services continued solid, raising €937,327

(2018: €859,117).

Planned giving allows us to plan and develop our services and commit to major projects on a
multi-annual basis. This year planned giving ie. regular individual donations and corporate
partnerships, increased by over 20%.

A 4-year corporate partnership, which commenced in January 2016, with Applegreen Charity
Fund, has generated significant funding over the first three years. New partnerships were
established during the year with Ireland Funds and the Dublin Airport Authority.

Planned giving helps provide a more secure basis for the continued development of family support,
research and advocacy activities.

Charitable spend increased by 20% in the current year to €1,086,472 (2018: €905,578)
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5. FINANCIAL REVIEW (continued)

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 unlikely 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;
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 €495,000.

— 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 2019 is as follows:

Restricted Funds €218,717
Unrestricted Fund — General €1,186,359
Unrestricted Fund — Designated €nil
Total Reserves €1,405,076

The current level of free reserves, at €1,186,359, is adequate to finance more than 6 months’ core
activity.

6. POST BALANCE SHEET EVENTS

There have been no significant events affecting the company since the year end date.

i 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.
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10.

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 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.

AUDITORS

Grant Thornton, Chartered Accountants & Statutory Audit Firm, have expressed their willingness
to be re-appointed in accordance with the provisions of Section 383(2) of the Companies Act 2014.

On behalf of the Board

L~

Mark Hyland

2 September 2019
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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:

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

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

o 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

o 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.

On behalf of the Board
W ( P
A o~ £, S
/ L & 7 / Z i ; l/&/‘/
o ALl b O /K «f B Presssisssssiessasssssssasassszses SeeTTReS .
Colm Darling r’/_’. ' Mark Hyland (
Director "l Director

Date: 2 September 2019
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Opinioa

We have audited the financial statements of DEBRA Ireland, which comprise the Statement of financial
activities, the Statement of financial position, the Statement of cash flows for the financial year ended 31
March 2019, and the related notes to the financial statements, including a summary of significant accounting
policies.

The financial reporting framework that has been applied in their preparation of the financial statements is
Trish 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 2019 and of its financial
performance 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 (Treland) (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 (AASA) 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.

Cenclusions relating to going concern

We have nothing to report in respect of the following matters in relation to which the ISAs (Ireland) require
us to report to you where:

. the directors' use of the going concern basis of accounting in the preparation of the financial
statements is not appropriate; or

. the directors have not disclosed in the financial statements any identified material uncertainties that
may cast significant doubt about the Company's ability to continue to adopt the going concern basis of
accounting for a period of at least twelve months from the date when the financial statements are

authorised for issue.
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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 fo 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 wnanagement and those charged with governance for the financial siatements

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 siatements

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.

e  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.

e Evaluate the appropriateness of accounting policies used and the reasonableness of accounting
estimates and related disclosures made by management.
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Responsibilities of the auditor for the sudit of the financial statements (cont’d.)

o Conclude on the appropriateness of management’s use of the going concem 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 purpose of sur 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 Treland as a body, for our audit work, for this report, or for the opinions we have

formed.

IL'oel Delaney, FCA
for and on behalf of
Grant Thornton
Chartered Accountants & Statutory Audit Firm
13 -18 City Quay,

Dublin 2

Date: 2 September 2019
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Unrestricted Restricted Unrestricted Restricted
Funds Funds Total Funds Funds Total
2019 2019 2019 2018 2018 2018
Notes € € € € € (3
Income from:

Fundraising 5 1,649,320 468,342 2,117,662 1,249,899 168,720 1,418,619
Investments 6 24 - 24 75 - 75
Total income 1,649,344 468,342 2,117,686 1,249,974 168,720 1,418,694

Expenditure on:
Raismg funds 7 474,956 21,205 496,161 241,747 - 241,747
Charitable activities 8 738,630 347,842 1,086,472 788,311 117,267 905,578
Total expenditure 1,213,586 369,047 1,582,633 1,030,058 117,267 1,147,325
Net income 11 435,758 99,295 535,053 1 219916 51,453 271,369
Fund balances at beginning of year 19 750,601 119,422 870,023 530,685 67,969 598,654

Fund balances at end of year 19 1,186,359 218,717 1,405,076 750,601 119,422 870,023




DEBRA Ireland

Statement of financial position

As at 31 March 2019
31 March 31 March
2019 2018
Notes € €
Fixed assets
Tangible assets 13 7,259 -
Current assets
Stocks 14 849 2,407
Debtors: amounts falling due
within one year 15 78,702 103,333
Cash at bank and in hand 16 1,631,315 1,012,128
1,710,866 1,117,868
Creditors: amounts falling due
within one year 17 (313,049) (247,845)
Net current assets 1,397,817 870,023
Net assets 1,405,076 870,023
Capital and reserves
Restricted funds 19 218,717 119,422
Unrestricted funds 19 1,186,359 750,601
Total funds 1,405,076 870,023
On behalf of the Board
| 2
{ A f'-',L‘x.-‘ 7 W ?{7 _/
. Colm Darling Mark Hyland "
2 September 2019
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31 March 31 March
2019 2018
€ €
Cash flows from operating activities
Net income for the financial year 535,053 271,369
Adjustments for:
Interest received (24) (75)
Depreciation of tangible assets 1,117 -
Decrease in stocks 1,558 1,976
Decrease/(increase) in debtors 24,631 (95,993)
Increase in creditors 65,204 120,955
Net cash generated from operating activities 627,539 B 298,232
Cash flows from investing activities
Purchase of tangible fixed assets (8,376) -
Interest received 24 75
Net cash (used in)/generated from investing activities (8,352) 75
Net increase in cash and cash equivalents 619,187 298,307
Cash and cash equivalents at beginning of financial year 1,012,128 713,821
Cash and cash equivalents at end of year 1,631,315 1,012,128
Cash and cash equivalents at the end of financial year comprise:
Cash at bank and in hand 1,631,315 1,012,128
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1. GENERAL INFORMATION

These financial statements comprising the Statement of Financial Activities, the Statement of
Financial Position, the Statement of Cash Flows and the related notes constitute the individual
financial statements of DEBRA Ireland for the financial year ended 31 March 2019.

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) (Revised 2015) “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 1027)
and the Companies Act 2014. The financial statements have also been prepared in accordance with
Statement of Recommended Practice (SORP) (Revised 2015) “Accounting and Reporting by
Charities” as published by the Charity Commission for England and Wales , 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 is 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 concemn basis under the historical cost convention,
modified to include certain items at fair value.
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4. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (continued)

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.

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.

] 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.
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4. SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (continued)

d) Operating leases: the company as lessee

Rentals paid under operating leases are charged to the Statement of comprehensive income 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.

¥/) Functional currency and presentation currency

Monetary assets and liabilities denominated in foreign currencies are translated into Euro at the
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 to write off the assets over their expected
useful lives at the following annual rates:

Computer Equipment - 33% Straight Line
Fixtures and Fittings - 15% 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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4.

SUMMARY OF SIGNIFICANT ACCOUNTING POLICIES (continued)

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 profit or loss.

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 profit or loss.

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
Unrestricted  Restricted Total  Unrestricted Restricted Total
Funds funds 2019 Funds funds 2018
€ € € € € €
Fundraising events 988,641 - 988,641 411,263 - 411,263
Donated funds 489,171 381,068 870,239 717,203 88,494 805,697
Donated services 67,087 - 67,087 53,420 - 53,420
Charity shop 50,624 - 50,624 3,900 - 3,900
Events by supporters 53,797 - 53,797 64,113 - 64,113
Grants — restricted - 87,274 87,274 - 80,226 80,226
1,649,320 468,342 2,117,662 1,249,899 168,720 1,418,619
Grant monies include the following:
2019 2018
€ €
Health Service Executive~ EB Outreach Nursing Funding:
2019 €150,000 (2018 €75,000) spent 57,321 53,126
Health Service Executive East Coast — National Lottery
Grant received in respect of respite for families 7,253 6,500
Health Service Executive Dublin North — National Lottery
Grant received in respect of respite for families 7,200 8,100
Department of Health - National Lottery Funding towards
weekend camp at Barretstown. 7,000 -
Health Service Executive Galway, Mayo and Roscommon
— National Lottery Grant received in respect of general
respite for families 3,000 3,000
Health Service Executive Tipperary — National Lottery
Grant received in respect of respite for families 3,000 2,000
Health Service Executive Cavan and Monaghan — National
Lottery Grant received in respect of respite for families 2,000 -
Health Service Executive South - National Lottery Grant
received in respect of respite for families 500 -
Health Service Executive Dublin South West/Kildare West
Wicklow — National Lottery Grant received in respect of - 7,500
respite for families
87,274 80,226
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6. INCOME FROM INVESTMENTS 2019 2018
€ €
Interest receivable 24 75
7. EXPENDITURE ON RAISING FUNDS
2019 2019 2019 2018 2018 2018
Unrestricted Restricted Total Unrestricted Restricted Total
€ € € € € €
Fundraising events and
activities 355,955 - 355,955 177,335 - 177,335
Corporate donations 43,171 21,205 64,376 36,448 - 36,448
Retail shop 74,582 - 74,582 26,921 - 26,921
Fundraising communications
and media 252 - 252 1,043 - 1,043
Events by supporters 996 - 996 - - -
474,956 21,205 496,161 241,747 - 241,747
8. EXPENDITURE ON CHARITABLE ACTIVITIES
2019 2019 2019 2018 2018 2018
Unrestricted  Restricted Total Unrestricted Restricted Total
€ € € € € €
Patient support 40,979 330,501 371,480 159,114 117267 276,381
Research 134,002 10,379 144,381 109,555 - 109,555
Advocacy 131,517 6,962 138,479 118,360 - 118,360
Fundraising and marketing 391,936 - 391,936 344,927 - 344,927
General support costs 40,196 - 40,196 56,355 - 56,355
738,630 347.842 1,086,472 788,311 117,267 905,578
9, STAFF NUMBERS AND COSTS 2019 2018
€ €
Salaries 615,456 521,905
Social welfare costs 65,784 55,380
Other — retirement benefit costs 15,811 9,863
697,051 587,148
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10.

11.

STAFF NUMBERS AND COSTS (continued)

The average monthly number of persons who received emoluments during the year, analysed by

category, was as follows:

2019 2018

No. No.
Patient support, research and advocacy 5 4
Fundraising and marketing 5 5
Retail shop 1 1
Management, governance and general support 2 2
13 12

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

follows:
2019
No.
€60,000 —€69,999 -
€70,000 — €79,999 1
€80,000 — €89,999 =
€90,000 —€99,999 1

Emoluments include salaries and all employee benefits.

Key management personnel

2018
No.

The cost to the company (including employer PRSI) of remunerating the 6 members of the Senior
Management Team (2018: 5 members) for planning, directing and controlling the charity is

€382,963 (2018: €339,762).

DIRECTORS’ EMOLUMENTS

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

NET INCOME 2019
€

Net income is stated after charging:

Depreciation of tangible assets 1,117
Auditors’ remuneration (including value added tax) 9,925

2018

5,920
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12. TAXATION

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

13. TANGIBLE ASSETS

Computer Furnitures & Total
Equipment Fittings
€ € €
Cost
At 31 March 2018 97,874 38,651 136,525
Additions - 8,376 8,376
At 31 March 2019 97,874 47,027 144,901
Depreciation
At 31 March 2018 97,874 38,651 136,525
Charge for the year - 1,117 L117
At 31 March 2019 97.874 39,768 137,642
Net Book Values
At 31 March 2019 - 7,259 7,259
At 31 March 2018 - - -
14. STOCKS 2019 2018
€ €
Merchandise stock 849 2,407
The replacement cost of stocks does not differ significantly from the figures shown above.
15. DEBTORS 2019 2018
€ €
Trade debtors 2,490 -
Prepayments 41,774 74,090
Other Debtors 34,438 29,243
78,702 103,333
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16.

17.

18.

CASH AND CASH EQUIVALENTS

Cash at bank and in hand

CREDITORS
Amounts falling due within one year

Trade creditors

Accruals

Deferred income (Note 18)
Taxation and social insurance

DEFERRED INCOME

Electric Aid

JP Mc Manus Charitable Foundation
Department of Health

Wicklow Challenge

HSE EB Outreach Nursing Grant
Corporate Partner Run

Kerry Challenge

Total

2019 2018
€ €
1,631,315 1,012,128
2019 2018
€ €
79,499 47,513
70,337 65,902
145,388 117,558
17,825 16,872
313,049 247,845
Balance Statement
at 31 of Financial Balance
March Received Activity  at 31 March
2018 2019 2019 2019
€ € € €
3,206 - - 3,206
6,073 - - 6,073
7,000 - (7,000) -
61,918 21,300 (83,218) -
21,874 150,000 (57,321) 114,553
11,297 9,114 {11,297) 9,114
6,190 12,442 (6,190) 12,442
117,558 192,856 (165,026) 145,388

38



DEBRA Ireland

Notes to the financial statements
For the financial year ended 31 March 2019

19.

20.

21.

STATEMENT OF FUNDS

Patient and family respite care
HSE EB Outreach Nursing
Trust & Foundation Income

Restricted Funds

Unrestricted funds

Balance 31 March 2019
Represented By:
Tangible assets

Stocks

Current assets

Current liabilities

FINANCIAL COMMITMENTS

Due within one year
Between one and five years
After 5 years

Balance Balance
31 March 31 March
2018 Income Expenditure 2019
€ € € €
56,744 248,372 (226,845) 78,271
- 57,321 (57,321) -
62,678 162,649 (84,881) 140,446
119,422 468,342 (369,047) 218,717
750,601 1,649,344 (1,213,586) 1,186,359
870,023 2,117,686 (1,582,633) 1,405,076
Unrestricted Restricted Total
€ € €
1,186,359 218,717 1,405,076
7,259 - 7,259
849 - 849
1,491,300 218,717 1,710,017
(313,049) - (313,049)
1,186,359 218,717 1,405,076
The minimum lease payments under non-cancellable operating leases are as follows:
2019 2018
€ €
58,000 57,000
216,000 235,000
111,000 148,000
385,000 440,000

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 year

amounted to €2,942 (2018: €2,321).
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22.

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.

APPROVAL OF FINANCIAL STATEMENTS

The board of directors approved these financial statements for issue on 2 September 2019.
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