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FOR THE YEAR ENDED 31 DECEMBER 2012

INTRODUCTION

DEBRA is the national charity that supperts Indlviduals and families affected by Epidermelysis
Bullosa (EB) — a rare genatic condition which causes the skin to blister and shear at 1he siightest
friction, or even spontanecusly. There are at least 5,000 pecpls living with this devastating
condition in the UK and 500,000 worldwide.

EB has a number of distinct forms: in the least severe form, blistering s confined to the hands and
feet. In more severe cases, the whole body is affected and wounds heal very slowly, giving rise to
searring, physical deformity and significant disabllity. Blistering can also affect inner body linings,
such as the mouth and throat and, in its most advanced form, EB is fatal in infancy.

DEBRA was founded in 1978 as an unincorporated charity, subsequantly incorporated, and
provides funding for an expert team of nurses and sccial cara staff fo work directly with families
affected by EB. The charity also commissions world-leading research into the condition with the
aim of finding effective treatments and, ultimately, a cure for EB. DEBRA receives no direct
government funding and therefore relies on the genarosity of the public to carry out its vital work,
improving lives and giving hope. DEBRA doss however take full advantage of generic government
incenlives which have become very Important and zll the indicators ars that these will stay In place
for the foreseeable future. Itis expected that promising therapeutic approaches, currently at late
preclinical or early clinical trial stages, will reguire very significant investmant by the charity within
18-24 months to take them further towards use in the glinic. Consequently, a substantial
designated rasearch fund has been established fo start to provide the extensive capital required to
address this anticipated nesd.

STRUCTURE, GOVERNANCE AND MANAGEMENT

The rustess incorporated DEBRA, a charitable company limited by guarantee, on 1 December
2000, and on 1 January 2002 it assumed responsibility for the aclivities of the unincorporated
Dystrophic Epidermolysis Bullosa Resgarch Association. The incorporated charity is governed by
its Mamorandum and Articles of Association.

Trustess are olected by members at each AGM to serve for a perfod of three years. During 2012
the Articles of Association were amended, following advice from specialist charity solicitors, to
create a Nominations Committea to provide a more sophisticated means of ensuring that trusteas
have the batance of skills and experience needed by a growlng charity whilst retaining the
requirement that at least 51% of the Trustee Board has personal experience of living with £B.
Responsibility for the appointment of the Officers was transferred to the Board, rather than by direct
election at the AGM as was previously the case. Nine of the fourteen current Board members either
have EB themselves or are the parent of a child with EB. New frustees receive individual induction
from senior staff and advisers, and trustes training is regularly discussed at trustee meetings.
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Trustees received relevant publications, such as “Governance” magazine, and briefings by external
advisers.

Trustees are supported by a number of committees and advisory groups to provide expeartise in
specific areas of the charity's work. The committees, chaired by a trustes, advise the Trustee
Beard on their respective araas of interest which, in 2012, were finance, risk and audit, charitable
aclivities, international; retail and nominations. |n addition, the international Medical and Scientific
Advisory Panal gives expert advice on research priorities and quality and & Translational Research
Advisory Panel provides advice on developmental issues in bringing therapy from the laboratory
and into the clinic,

DEBRA is very fortunate to have the support of arganisations such as Bank of America Merrill
! ynch, Henderson Global Investors, Charles Stanley and Publicis who offer facitities for commitiee
meatings free of charge.

DEBRA's President, Michael Portillo, continued to give considerable support and guidance to the
charity throughout the year, DEBRA's Patron, the Countess of Weassex, gracicusly attended
several events on behalf of the charity which made a considerable contrbution to their success and
DEBRA's public profile.

Professional staff are employed, under the direction of the Chief Executive, to carry out the
activities determinad by the trustees and to support the many volunteers who undertake work on
behalf of the charity. DEBRA is an active member, and funder, of DEERA Intarnational and is
represented on that organisation's Executive Committee by a trustse. In addition, the Director of
Research & International is seconded for 80% of his time to serve as the Chief Operaling Officer of
DE8RA Inlernational. He also servas on the Board of Directors of EURORDIS and, in 2012, was
appeinted as that organisation’s Deputy General Secratary.

DEBRA is registered with the Office of the Scottish Charity Regulator, as required due to DEBRA's
Scoftish activities. Tha income and public profile derived from the Scottish shops, fundraising,
healtheare and social care teams continue to form an important part of DEBRA’s national strategy.

PUBLIC BENEFIT

DEBRA axists to meet the public benefit of the advancement of health, spacifically to take action to
advance the health of peopte with EB and related diseases. Our main activilies are described
below. All activities are undertaken to further our charitable purposes for the public benefit, and we
have referred to the guidance contained in the Charity Commission’s general guidance on public
benefit when reviewing our aims and objectives, and in planning our fufure aclivilies. The trustees
are confident that DEBRA meets the public benefit test.
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OBJECTIVES AND ACTIVITIES

DEBRA has a vision of a world where no one suffers from the painful genetic skin condition, EB.
Until that day the charity provides specialist care to those who need it, gives support to people and
families affected and provides regl hope for the future by funding picnaering research which will
one day find a cure.

DEBRA is the representative voice of people whose lives are affected by EB. It is an asscciation of
people with EB, their carers, familias, frisnds and supporters (both lay and professional), dedicated
to eradicating the condition and helping people with the condition to exercise their rights to full
citizenship. DEBRA aims to enhance the quelity of life of people who are affected by EB by every
means posslble. The primary objectives are:

» o provide continuing services and support to paople whose lives are affected by EB

to develop effeclive ireatments for EB through funding of research into the condition
» to promota best current practice in treatment

+ o promote the well-being of people with £8 and their famities, and to maintaln their full
integration into society

» o promote prefessional and public knowledge of EB

« toencourage the development of EB support groups arcund the world and to foster co-
oparation and lizison

« 1o raise sufficient funds to make achievement of these objectives possibla.

In fulfilling these objectives, DEBRA encourages tha contribution that people with EB and their
familles make to the charity and to th life of the community in general.

DEBRA has continued its core work of funding research and providing services and support fo
people whose lives are affected by EB in the UK and abroad. In pursuance of these objectives in
2012, DEBRA maintained and increased its existing medical research programme and continued te
consolldate its health and social care provision with an increased collaboration with statutory
services. During the year, successful negotiations took place with 1he MNational Health Service to
achieve greater consistency in contractual and financial arrangements relating to the specialist EB
nursing teams.
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Grant Making Policy

DEBRA is a mamber of the Assoclation of Medical Research Charities (AMRC), abides by its
recommendations on best practice in the award of medical research granis, and holds the AMRC
certificate for best practice in Medical and Health Ressarch Peer Raview. When renewed in 2011,
the AMRG review pans! commented that ‘DEBRA is working to a good standard. The panel feit this
demonstrated that good quality peer review could be carried out in organisations regardless of size
ar rarity of condition.'

Ali DEBRA research grant applications are independently peer reviewed by at least two, and
usually three, external reviewers and by DEBRA International’s independent Meadical and Sclentific
Advisory Panel. This Pane!, whosa members are zll eminent sclentists and clinicians |n refevant
fields, has members from six different countries. The Medical and Scientific Advisory Panel is
tasked to review all research grant applications received by member groups of DEBRA
International, so that available funding ¢an be properly targeted and unknowing duplication
avoided. This International peer review process is managed by the DEBRA International Research
Manager and the Chief Operating Officer who are funded, gither in part or in whole, by DEBRA.
Any grant recommendations made by the pansl for funding by DEBRA UK are reviewed by the
senior executives for commercial assessment.

Valurntears

A significant amount of the chariby's work is undertaken by membars end supporters. in 2012, the
charity had an average of 1,222 volunteers (176 Full Time Equivalent - FTE) working in the
charity's shops, which valued at the pay rate of shop assistants would be an equivalent of £1,921k
in donated time. The head office had a total of 3 volunteers (0.25 FTE} which valuad at the pay rate
of adminisiration staff would be an equivalant of £4.7k in donated time. Additlonally, there are
1,233 fundraising volunteers (8.5 FTE), which valued at the rate of fundraising assistants, would be
an equivalent of £171k in denated time.

Employees

Annual appraisals and reviews {quarterly and probaticnary) are carried out to ensure that al
employzes have the opportunity to review their performance and agree objectives for the
forthcoming perlod.

During an appraisal, line managers share informaticn about the charity's performance, and discuss
the financial and economic factors affecting CEBRA. The discussions provide an opportunity to re-
iterate lhe charity's purpose, vision and values that are introduced to employees during the
recruitment, selection and induction processes.
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Appraisals importantly promote bwo-way communicalion, giving employees the chance o air
concerns and explore solutions, suggest iddeas, and request training.

Ta improve communication and consultation at all levels acress the organigation, a staff
consultation group, “Voice', was introduced in 2012,

Additionally, sach month an Internal newslelter is distributed from Fundralsing, Retail or HR in turn,
to inform all staff about the charity's perdormance and share news.

The charily's parformanca is dependent on the skills of the workforce, and there is an ongeing
programme of learning and development to ensure that employees are continuzlly progressing. In
addition to the training programmae which provides essential training te staff, specific tralning
initiatives have bean introducsd to enhance the skills of managers (Leadership Days), and share
knowledga (Spotlight Sessions).

Employment of Disabled Persons

As a disability charity, DEBRA is positively committed to providing employment opportunities to
those with a disabllity or chronic medical condition, and aims to increase the involvement of people
wilh EB in particular in zll aspects of the charity's work. It is recegnised that ensuring equal
ocpportunities for disabled peopla may Involve adjusiments being made to the working environment
or other employment arrangements. These adjustments will be made wherever reasonable and
within a reasonable time frame.

ACHIEVEMENTS AND PERFORMANCE

DEBRA is registered as a national and international charity with the Charity Commission and as a
charity registered in Scotiand by the Office of ihe Scottish Charity Requlater and exists to provide
services and support to people living with EB and to facilitate the development of lasting and
effactive reatments for the condition through research.

The primary focus is on the estimated minimum of 5,000 people with E8 in the UK. The EB
population is heterogenesous with varying needs depending on the type of £EB, age and family
circumstances. DEBRA aims to address the needs of all people with EB, without favouring any one
type of the condition. The conditien affects all ethnic groups and DEBRA aims to provide equal
access to saenvices without impediment.
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Resaarch

DEBRA has a long history of working internationally In EB research and aims to fund the best
research worldwide, not just in the UK. As stated eariier in this report, DEBRA works closely with
other DEBRAs worldwids who wish to fund research to agree pricrities, coordinate grant making
and to promote collaboration between researchers. This is achieved by a centralised peer-review
system, managed from the UK, which is used by the DEBRAs able to make a significant
cantributlon to research funding. in addition, the scientific management of DEBRA-funded research
Is underiaken from 1he UK by the DEBRA International Research Manager, whose post is
principally fundeg by DEBRA UK.

During 2012, one ‘normal’ research grant round was held, managed from the UK and funded by
DEBRA UK. DEBRA UK funded two new resaarch projects and one extension of a pre-axisting
project, with a total commitment of £368k, the details of which can ba found in the audited
accounts, Two of these projects are being undertzken in tha UK, whifst the other originates from
the USA. In addition, DEBRA Austria funded five new projects, following a special call for
collaborative research projects, at a cost of £1,605k; the scientific management for all of these will
be provided from the UK.

In addition to 1he above rounds, DEBRA was able to allocate an additional £155K from the Schana
Research Fund to finance an innovative research project to be undertaken by the team responsible
for the bone marrow transplant trials in Minnesota. This Fund consists of money raised through the
efforts of a member family specifically for Recessive Dystrophic EB research and clinical trials; who
restricted 1he use of part of the Fund's resources for this project. Additional funds raised for the
Sohana Research Fund are being held by DEBRA In a restricted fund for allocation in 2013. Full
details are in note 14 to the accounts on page 38.

As indicated In the 2011 report, the need to focus on transtating the results of research in the
{aboratory info treatmsants available in the clinic increases in importance year on year as more
interventions move into early stage clinical trials, e.g. in 2012 EBSTEM and 1he continuing
fibroblast trial. Advice from the Translational Research Advisory Panal and contacts with industry
indicates clearly that tha involvement of external public and private partners will be essential in
bringing therapies to market. DEBRA's research strategy, shared with DEBRA International, was
revised at the end of 2011 to provide a stronger focus on translatienal research. Ouring 2012 a
number of activities were undertaken to help the charity become "partnership ready’ by developing
the data that external funders, regulators and relmbursement agencies (lhe NHS in the case of the
UK) will need in order to taka promising therapies through the development process. Funding was
provided for a project (included in the report above) to understand better the natural history of
diffarent types of EB and meetings were organised and funded to support the development of
suitable measures of severity and quality of life. The impact of this work will be to enable clinical
{rials to be mere rebust and, therefore, more likely to be accepted by regulators and potential
parners.

&
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DEBRA staff, particutarly the International Research Manager, played a leading role in the scigntific
organisation of EB2012, the triennial planning conference attended by virtuelly all of the key
players in EB therapy development, held in Spain in November 2012, This meeting identified the
opporiunities and challenges that we face in taking current therapy initiatives forward into the clinic
and the outcomes will be published in a respected international journal in 2013. Tha high costs of
taking therapies through the science and regulatory processes were underiined agaln, and industry
representatives highlighted that, in general, pharmaceuiical and bictechnology companies will want
potential therapies for EB to be much further along the development pathway in terms of clinical
trials than CEBRA has baen accustomed to funding before they ara preparad to invest significantty
in bringlng to market. This further justifies DEBRA's declision to create a substantial designated
research fund {o helg to hridge the funding gap before external funding can take over.

Healthcare

One of DEBRA's core objectives is to assist with the provigion of specialist, dedicated healthecare
services for people living with any type of EB across the UK. This work is carried out in pardnership
wilh local statutory providers, all of whom are rgsponsive to the needs of the EB community. This is
particulardy necessary since EB is a rare condition about which few health professionals will have
any knowledge or expertise. DEBRA and the speciallst nursing teams work closely with the
designated four EB centres of excellence (Great Ormond Street Hospital for Children, St Thomas'
Hespital, Birmingham Children’s Hospital and Hearttands and Solihull Hospital) and NHS
colleagues to provide the high level of expertise needed to care adequately for people living with
EB both directly and via shared care with local healih professionals.

Cue to the rarity of EB and the specialist cara required, national funding towards the clinical service
is provided by NSCT (Natlonal Spedalised Commissioning Team) and is enhanced by DEBRA
funding. In 2012 DEBRA funded £463k of heallhcare activities which included enhancing the
nursing service provision, 24 specialist EB fool clinics, and funding for supervision, enhanced
spacialist study and research projects.

Following on from the work carried out in 2011, DEBRA continued to secure extra funding for the
Mational EB Nursing service. Working on behalf of the EB community as the National EB Patient
Support Group, DEBRA worked hard in partnership with the NHS National Commissionsrs, Clinical
EB teams and hospitals to assist in developing ‘The Nationa!l EB Nursing Service Principles’. In
2012 the EB community continued to have a set of principles that clearly outline the care that
someone living with EB can expect from both the NHS and DEBRA, and the enhanced funding and
parinership working will develop this furdher.

In genaral 75% of each specialist EB nurse carrfes out what is deemed to be 'core’ NHS activity
and as a result the NHS now provides full funding for all core work. DEBRA will continue to
enhance the NHS senvice by continuing to fund work such as additional bereavement visits,
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research, and charitable activities including nursing care for patient weekends away. This
continues to be a long term arrangement and a significant achievement making 2 positive
difference all round. [t continues to allow CEBRA to make even greater enhancements tc the
charitable health, social care and membership activities provision to meet the expanding ang
developing neads of the EB community and highly speclalist teams. As agreed wilh the Trustee
Board, during 2012 £243k was transferred {from the savings for DEBRA fellowing the Increased
NHS funding for the EB serviea) to the Nursing and Social Care Designated Fund. £79% from the
fund has been spent during the year to provide additional services / benefits including: additional
nursing hours, an Increase is suppert grant previslon, a national EB Simplex conference, support
for the Birmingham Children’s Hospital nursing team, an increase in Social Care Managers, service
engagement initiatives with the EB community and improved communication activities,

The on-going closer parinership working with the NHS continues te support and bring EB to the
attention of heatthcare providers, and recognise the need for NHS funding provision for all core
activities and care that the NHS has a duty of care to provide. DEBRA greatly values the
collaboration between the MHS centres, Nafional Commissioners and the charity and continues to
promote a unified service. As part of this effort, DEBRA maintained its support for the clinical
network group comprising the four hospitals, national ¢linical teams and DEBRA, and aclively
engaged in activities across the four centres. Work continues with the Scottish NHS and
commissioners to help ensure the best possible EB nursing service is provided in Scotland. From
December 2012 the Scottish NHSfcommissioners funded and undertock the management of the
full adult EB nursing service supporling the fully enhanced nursing medel, releasing additicnal
funding back to DEBRA to be reinvested in health, social and membership activities. This Scottish
transfer to tha NHS was later than anlicipated and to date does net include the transfer of the
paadiatric pest as planned.

Significant efforts continue to be made by the EB nursing teams, In conjunction with collsagues, in
clinical research, parlicularly in the fields of wound care and treatment trigls. Links conbinue to be
forged with academic centres and industry in pursuit of this. In addition, the EB nurses and other
members of the multidisciplinary clinical teams remainad in high demand to speak at external
conferences and events, both in the UK and abroad.

Soclal Care and Membership

DEBRA's objactive is to provide specialist social care services for people with EB across the UK,
which are responsive to the wishes of the EB community. During 2012 there was been a clear
increase in the work for the team following the announcement of the welfare reform by the
government. Many of the individuals and families supported by DEBRA were heavily affected by
tha reforms and the social care team predicts the increase in demand for their support service will
continue into 2013. To reflect this increase, during the course of the year, the social care team was
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enhanced by the appointment of two regional soclal care managers covering the UK, and an
increase in the area social care manager's hours for the South and Scotland. In total 50%
additional hours have been committed te the service.

The Social Care Team has three maln priorities:

« to provide a casework service to familles and individuals to help with parlicular issues, such as
welfare rights, education, housing, employment, elc

« o make contact whenever possible with peaple with £E8 who are not currently using services
« o identify, in conjunction with pecple with EB, the need for new services or means of suppart.

Tha development and implementation of the DEBRA Social Care Team database during 2012
enables all records to be held slectronically and centrally, but also will enable activity reponting that
can be used to assess and develop future social care service provision.

A successful annual conference was held in May 2012 and a number of smaller meetings, or
cpportunities for people with EB o mest, as well as a weekend away for adulis, wers organised
and funded. All main EB hospital clinics were also attended by a member of the social care team.

Respite Breaks

One of DEBRA's objectives is to enable Individuals and families living with EB to have breaks away
from home in accormmedation that has been specially chosen to meet thelr needs. The tiree
holiday homes in England and Scolland wera maintained and offered a very popular service to
people with EB during 2042, with bookings to near full capacity during peak times already in place
for 2013. One of the older holiday homes, in Weymouth, was replaced due to an exceptionally
good offer but the replacement of the Scottish holiday home was postponed to 2013 whilst a new
sitef accommaodation is being sourced.

Public Education

Because Epldermolysis Bullosa is rare, ralsing public awareness of the condition is vital to
DEBRA's work as awareness of EB altracts more support and funding for the services and
ragsearch wa provide,

In 2012, DEBRA launched its first ever digital awareness campaign, “Peal Here". This interactive
campaign was devised and delivered, on a pro bono basis, by top adverlising and PR company
Publicis and was launched to mark International EB Awarsness Week in late Qctober.
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The campaign resulted in a big spike in DEBRA's social media activity, mainly on Facebook but
also on Twitter. On the day the campaign was launched, DEBRA's website received the highest
number of visitors ever recorded: 978 unique visitors in one day. The lasting impact of the
campaign continues to be seen in the increased number of visitors to our website on a daily basis.

With the help of this campaign, DEBRA has been proactive in developing its digital media profile
and now has in excess of 3,200 direct followers on Facebook, a sizeable increase on 2011 when
we had 1,770. During 2012 we also consolidated our Twitter presence and now have over 580
followers.

We plan to continue to grow our Facebook presence as this will, in time, allow us to target the
information we share according to supporters' interests.

| Reach

LIK Mationals
3%

UK Key Regionaks
5%
UK Additional
Regianals
18%

| |
This pie chart shows the percentage of news coverage about £8 and DEBRA in different
publication types.

During 2012, DEBRA and EB were referenced 952 times in the national press, local press and
online (2011:743). There was prominent national coverage in The Sunday Times, The Guardian,
ITV, BBC and The Sun. Most of this coverage centred on families with EB, highlighting the
condition and the gruelling day-to-day routines families face when caring for a child with a severe
form of EB. This coverage would have cost the charity over £1m to buy at commercial rates.
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Royal Patronage

HRH The Countess of \Wassex was particularly supportive through 2012. An informal visit to the
DEERA Head Office in May to meet staff was followed by dropping into @ DEBRA Shop and
meeting shop yolunteers and manager. At the shop Her Royal Highnass was presented with a
silver DEBRA buiterfly necklace by a child with EB Acquisita. DEBRA staff and volunteers found

this hugely encouraging of their work.

iy July Her Royal Highness attendad the Beanwood Lakas Golf Day on behalf of DEBRA and our
parinering charity for the day, International Golf fer vouth, The Countess took time to talk to all the
goifers In turn and met wilth an EB family, she then spoke eloquently about EB and DEBRA'S
services and activities.

The Countess 2lsc attended a “Great Chefs" evening In September and represented DEBRA and
the Sohana Research Fund at the ICAF Charity Day in December 2012,

Fundralsing

Net voluntary income achigved in 2012 was £2 123k, a drop of 21% on he 2011 figure of £2,692k.
This decline was ||;:Jn:—:-':!n:nrnin:-mrﬂ;l*yr due to a decraase in restricted net yoluntary ingome from g7k to
£437k, the majority of which is restricted to {he Sohana Ragearch Fund.

The 2012 figure includes continusd restricted fundraising for Recessive Dystrophic £8 research via
the Sohana Research Fund of £386%, a substantial 1egacy of £337% plus a one off donation of
shares of £43k.

Core fundraising net Income remained steady year on ysar from 2011 to 2012

Major Giving. which comprises of DEBRRA's Shooting & Golf Socleties, high level sporing
challenges (e.g. Virgin London Marathon, the Hot Chilles London to Paris cycle), corporate activity
and gala events (¢.9- Apnual Celebration Dinner, Fight Night, Great Chefs), saw overall growth of
13%, cormpared with 2011,

DERRA has focussed on increasing efficiency from existing succassful activities and continued to
axpand its range of fundraising income streams, this year adding a new cycle ride - the DEBRA
Surrsy Cycle. Foliowing & successful pilot in 2012 this event will become an annual aclivity.

Other notable areas of success in 2012 were DEBRA's Golfing Society which saw net fundraising
income grow by 117% against 2011, The Hot Chillee London to Paris cycle fide raised £62K net
and saw a2 DEBRA rider win the coveted purple jersey jor top fundraiser, the second year in 2 row a
DEBRA rider has achieved this accolade. DEBRA's Shooting gociety had its best year pvear, we
therefore plan to add an event to the Shooting Catendar for 2013, and the Appeals Council has
grown by 15 as new members continue to hear about and be moved to support the EB community
and DEBRA.

i1
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Generous support, ably led by DEBRA's Appeals Councll, conlinues to be maintained for our gala
events wilh Fight Might 2042 achieving a net income of £80k and this year's Great Chefs evening
achiaving its best ever rasult.

Netincome from community fundraising grew by 4% compared with 2011 as planned events came
to fruition at the end of the year. Long term walil established regions in Greater London and the
Nerth continue to perform amazingly well, whilst the South, Midlands and Scotland are reaching
maturity, It is widely accepted in the sector that Community Fundraising takes 3 years to reach its
peak.

Expansion of volunteer led support speakers, groups and committees remained a core growth
strategy in achieving 1he budgeted target income and growing and developing the community team,
including working together with EB families and the CEBRA shops.

The annual Blg Breakfast event, supported by a national chain, raised £26k which was an elghtfold
increase over 2011, There will be a continued focus on Imgroving this event for further growth.
Parinerships with local businesses supporting DEBRA as Charily of the Year proved to be an
excallent way to encompass community, voluntearing and retail, offering more scope for suppaort.

As traditional methods of communications continue to change, with online interaction becoming
even more significant with tha rise of tablet and mobile users leading the chargs, the general public
are more inclined to respond to persenal recommendations rather than general adverising. With
this in mind tha Caommunity Team developed a Social Media Strategy and each region established
its own Facebook page which has been actively promoting community fundraising. tn addition, a
new regionalised e-newsletler was created.

Income from regular gifts was £138k in 2012, a decline of 3% compared with 2011, Thisis
encouraging when compared with levels of giving to charities nationwide which have fallan by 20%
in real terms between 2011 and 2012,

Retail

The overall assessment is that 2012 has been a year of consolidation while the charity migrated
away from temporary shops. This has provided the opportunity to develop the portfollo and bring
together a new professionalism within the shops, through fearning and development andg focus on
figures and customer care. There has been a robust palicy in closing underperforming shops and
nen-profit making temporary shops, and like for llke sales have improved through pricing and stock
generation. Gift ald sales conversions have plateaued at 40%.

A new induction process for staff and volunteers has been inlroduced, with regular appraisals and
reviews. New interior and exterior signage has been rolled out, new broadband based lills have

been installed in both new and lease renawal shops and there is music in stare. Cantinual
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improvemants have been made in health and safety compliance and risk managsment through
internal audits and shop visits. All shops are issued with an operations manual which is reviewed
annually 2nd updated on a regular basis as procedures change. Charity retail will continue to ba
highly competitive and DEBRA shops will strive to present hemselves in a professional way,
equally, as a destination charity and an amployer.

In fine with other retailers, the charity retail sector had a tough year. The current traditional shops
portfolio consists of 103 shops, 54 [easeholds, 7 freeholds and 32 temporary shops. In 2012 11
shops were opened (10 leaseholds and 1 tempaorary), and 24 shops were closed {19 temporary
and 5 leaseholds). The retail glft ald scheme continuss to be a key area of steady growth, the
charity having attained a 40% conversion of donated items being gift aided, resulting In a reclaim of
€670k from HMRC. This gift aig figure is included in voluntary income on the Statement of Financial
Activities. The retail division continues to be resilient, able to innovate and adapt to the changing
environmant.

Following the trustees’ decision to procead with a new initiative to vanture inte the rapidly growing
Furniture and Electrical segment of the Charity Retail market, two large shops were opened in the
south of the UK. It is still early days for this initiative and, as expected, there has baen a steep
learning curve in developing the best operational way of managing these stores.

The third annua!l DEBRA Shops Conference, ‘Be Inspired', took place in January 2012 at Keele
University. A two day varied and interesting programme of speakers and presentalions was put
together, including an awards dinner celebrating achievements, making the conference both
inspiring and worthwhile. The annual conferenca has proved to be a great motivator, an opportunity
to nefwork, raise EB and research awareness, share best praclice and in parlicular for DEBRA to
get across key messages. DEBRA President Michael Portillo attended as a keynote speaker.

Home Delivary Service - Buflen Healthcare Distribution Agreement

Income received from the distribution agreement with Bullen Healthcare was £12k In 2012. Bullen
Healthcare remains committed to providing a dressing and pharmacy service which continuas to be
well recelved by the EB community for home delivery of dressings and medications. Bullen
Healthcare alsc made a generous charitable donation again in 2012 supporting the reptacement
holiday home in Weymouth.

Scotland

DEBRA. is active in Scotland in several areas. Charitable activities include funding nursing care,
social care suppont and research projects, notably at the University of Cundee.
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On the income generation side there are two regional fundraising heads and 25 charity shops. Both
of these activities are supported by an active volunteer network. The office for retail administration

for the entire charity is based in Hamilton.

FINANCIAL REVIEW

The accounts show the financial affairs of the charity for the year ended 31 December 2012. The
charity's net incoming resources after taking due account of the costs of generating funds
(principally charity shop trading costs) was £2,659k. Expenditure on charitable activities was
£1,960k, creating a surplus for the year of £699k. The trustees decided that the unrestricted
surplus of £475k is to be retained in the charity, contributing to the new designated fund for future
research.

Gross incoming resources were £11,044k, a decline of 8% compared with 2011. Strategic
investment in both fundraising and retail during 2012 resulted in net incoming resources falling by
32% year on year. The decline in net unrestricted incoming resources was less pronounced at
22%. Restricted net incoming resources fell by 56% largely because fundraising for the Schana
Research Fund, although still very successful in 2012, didn't emulate the extraordinary success of
2011.

Expenditure on charitable activities was £1,960k, a decline of 2% compared with 2011. Research
accounted for 37% of this figure, healthcare 24% and social care 19%. The remaining 20% was
spent on public education, governance and respite breaks.

2012 Charitable Expenditure |

_ Governance
Public
Education &

Respite Research
Breaks

Social Care

Healthcare

This pie chart shows the split between the major categories of charitable expenditure.
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There are plans to significantly increase charitable spend in future pericds. This is demonsirated by
the trustees’ decision in 2012 to designate £951k to fulure research projects. Thers is & balance of
£786k restricted income in the Schana Research Fund, and ambitious fundraising plans are In
place to increase the fund slill further for Recessive Dystrophic EB research and clinical trigls. The
increased funding secured in 2011 from the NHE for EB nurses has led to savings of £243k during
2012 and the trustess are committed to ploughing back all thase savings into new health and social
care activities. A designated fund has been set up for this purpose from which there was
expenditure of £72k in 2012, which will increase in future periods as new projects are developed,

The surplus In the year led te a strengthening of the balance shest during 2012 with net assels
growing fram £3 241% to £3,954k. There is £1,432k in the general fung, £851k in the designated
fund for future research, £417k in tha designated fund for Furniture and Electrical shops, £332k in
the designated fund for nursing and social care new projects, and £807k in restricted funds.

The table below summarises the highlights of DEBRA'S financial performance over the last five
years. Non-trading Income fell during 2012 from the decline in fundraising for the Schana Research
Fund, legacies and grants. Net trading income achieved through the shops and fundraising events
fell from £1,038k to £390k betwean 2011 and 2012 as a result of invastment in retail eperations in
moving from temg to leased properies, and the Furniture and Electrical project. A prudent
accounting policy is followed whereby the majority of set up costs incurrad for the naw shop
openings are expensed in the period ihey are incurred, with only true tangible assets capitalised.

£

2012 2011 2010 20G8 2008
Total incoming resources E11,044,405 | £11,978,958 | £10,435462 | E7,711,99% | £6997 515
Mon trading income E2 844 533 £3.3711.127 £2 508488 | £1.859,031 | E1979.244
Met trading income E380,062 £1,035E04 ETE0,483 E£583,051 £399,850
Mon trading fundraising costs £575,045 £485 078 £526.627 £488 449 £578,249
Chearilsble expenditure £1,9539.941 £2005763 | E£1.993562 | £1,715548 | £2 343273
Fundraising efficiency: 79.8% B5.2% 79.0% 73.9% 70.8%
Mon rading incoma fess non trading
expendliyrg, divided by non rading
incame
Fetalned {deficityfsurplus EE59,109 £1,898 140 £748, 3492 £344.083 | £({242,428)
Retained surplus as a % of 8.3% 15.8% 7.2% 4.5% {3.5%)
income
MWet current assetsi{liabililies) £3187 323 £2 658 202 £850,369 £86,449 [ £{116,324)
Linreslricted reserves E3132,175 £2 656 840 E£1,300108 £549 267 £215,439
Grants payable within 1 year 805 166 £574 663 £267 817 £179,448 EBYT A28
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Cost to income ratios for charity shops are high {hroughout the sector which impacts significantly
on cverall ratios. In addition, ratios have been impacted by significant investment in trading
activities in 2012,

The charity's fixed assets comprise the premises and equipment required to operate trading
activities, premises, furniture and equipment required to operate the charity's offices, and three
mobile homes held for the use of people wilth EB and their familles. The rest of the charity’'s assets
ara hald to promote the purposes of the charity through its research programmes and support
services.

Resarves Policy

The trustess’ reserves policy in 2012 has been to malntain cash-backed free undesignated
reserves of £900k. This was increased from the 2011 figure of £700k in recognition of the growing
expenditure base and lease llability of the charity. Reserves are held as a buffer for short term cash
flow needs because the charity's income is to some extent dependent on a few large fundraising
avents at specific times in the financial year. Alsc there are seasonal variations in the trading
performance of the shops. Total reserves at the end of 2012 were £3,940k and cash-backed frea
reserves were £2,600k, of which £1,700k were designated for specific purposes. Cash-backed free
reserves are calculated by subtracting fixed assets from unrestricted reserves and adding back
50% of unrestricied freahold property. This is the value that could be mortgaged at short notics,
thus representing reserves which can be accessed immediately. The trustees are satisfied that
there are sufficlent cash batances to meet legal commitments as they fall due.

Investment Policy

Trustees are authorised under the Caonstitution to invest any monies not immediately required for
its objects in ar upon such invesiments, securities or properties as may be thought fit.

DEBRA aims to apply its income in support of its charltable objectives, and furlher investment is
considared as an interim measure in respect of as yet uncommitted cash surpluses. All investment
aclivities involve risk and reward, and the policy is to achieve a satisfactory return while minimising
rigk. During 2012, 1he trustees took the view that this was best achieved by investing funds not
immediately needed in short-term money market deposits through Lloyds Corporate Markets and a
deposit account with Nat West.

Expenses Policy

DEBRA has expenses policies for both employees and trustees and also has a PAYE dispensation
in place. Expenses which have necassarily been incurred by staff and trustees in performance of
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their duties are recoverable from DEBRA. Expenses will only be reimbursed if they meet the
following criteria:

no parsonal banafit could be derlved fram the expenditure by the employee concerned

» the expanditure is reasonabla and represents only additional costs to those that would normally
arise on a personal basis

« there is a clear charity justification for the costs

s the expenditure does not represent a form of paymant to a third party for work undertaken on
DEBRA's behalf.

Any expenses which do not meet the criterla above are regarded as a benefit by HMRC and as a
matter of policy DEBRA does not reimburse such expenses.

Funcls

The majorily of DEBRA's funds are unrestricted in application and are held in a general fund and
three designated funds. Where funds are received which are restricted in thelr application to
spacific purposes or activities, these are held in a restricted fund. Details of restricted funds and
designated funds are sat out in Note 14 of the financizl statements.

Assef Cover for Funds

Note 15 sets out an analysis of the assets attributable to the various funds. These assets are
sufficient to meet the charity's obligations on a fund by fund basis.

Related Partfies

DEBRA has a 100% beneficial inferest in DEBRA Trading Lid, whose principal activity is the sale of
promotional items on behaif of the charity. In accordance with SORP 2005 paragragh 383 ¢), lhe
accounts of the company have not been incerporated inte these accounts on the grounds that the
results are not material. For informaltion, the company's results are shown separately in Note 19 1o
the financial statements.

RISK STATEMENT

The trusteas have established a register for al! major strategic, business and operational risks
identified by them to which the charity is exposed, confirm that these have been reviewed during
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the year by the Finance, Risk and Audit Committes and the Trustee Board, and that systems and

procedures have baen established to manage those risks. The potential impact of these risks
would be mitigated by delaying new research commiiment.

Summary extracts of the key risks from the risk reglster are listed in tha table below, demonstrating

the management and manitoring of these risks.

Risk factor

Risk Control

Maonitoring

Decline in retail activity

Monthly detailed shops
reporting

Retail Committee meetings

Failure to monitor Furniture
angd Elactrical cperation

Monthly management
information

Retail Committee meetings

Failure to protect against fraud

Regular review of Financial
Regulations, whistle-blowing
pollcy and segregation of
duties

Finance, Risk and Audit
Committee mestings

Loss of key staff and
knowledge

Job and knowledge sharing
and procedure documentation

Trustee Board meetings and
suecassion planning

Fallure to meef Heglth and
Safety requirements

Health and Safety policy and
training

Retail Commitiee meatings

inappropriate activities
undertaken

Fundraising and marketing
policy

Trustee Board meetings

Charity image damaged

Markating and PR strategy
and media monitoring

Trustee Board meetings

There has been a major investment in developing Furniture and Electrical shops in 2012 and the
trustees considered the potential failure to monitor the performance of this operation to be a new
key risk. The HR department was sirengthened during 2011 so the trustess considered the nisk of
failure to comply with current employment law is decreasing in 2012 and no longer a key risk.

INTERNAL FINANCIAL CONTROLS

The trusteas hava conducted a review of ihe effectiveness of the charity's internal financia!
controls. This review concludes that the controls are relevant, appropriate to DEBRA and are not
too onerous or disproportionate.
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PLANS FOR FUTURE PERIODS

Rosearch

This is an axciting time for EB research and tharapy development with a number of therapeutic
approaches either in clinical trial or on the harizon. At the same time, more fundamental regearchis
still needed to bring the knowledge base to a point where potentially more far reaching treatments
can be developed. DEBRA will seek to balance its efforts and expenditure between research with
nearer and 1onger term benefits to people (iving with EB.

The outcome of the special call for research propesals funded by DEBRA Austria gave DEBRA a
great opportunity to collate the views of the world EB research community on where they saw the
major cpportunities for developing effective treatment to he. Excellent applications weare submitted
from virtually ali of the leading research teams across gene, cell, pretein and smafl molecule
therapies. The intention had been to invest up to £3 million in ane or two large scale projects to
bring a parlleWtar therapy closer to 1he clinic. However, cur expert advisers helisved that, although
ali of the different therapeutic approaches were important and should be supported, none had yet
reached 1the point where very large scale investment should be made and, instead, recommended
4-5 grants of approximately £500k each to move each ares forward to the point where their
potential for clinical epplication could be more sffectively evaluated in appraximately two years'
time. it was beliavad that, at this point, there would be a need for very high levels of investment
frorn DEBRA into several therapy lypes.

Consequently, DEBRA’s strategy in 2013 will be to continue to support high quality research
through its normal research grant rounds and &lso te build up a designated fund for future
rasearch, capable of making this significant investment. A special call for large scale programme
grant applications is scheduled for mid-2014 to take those therapies where the capacity of clinical
application has been demonstrated forward to the point where external parnars have the
confidenca to invest in taking them to market. As previously indicated, considerable investment
from DEBRA and cur partners in DEBRA International will be needed and the designated research
fund created in 2012 is an essential element of our forward strategy.

As therapies hecome ever closer, DEBRA recognises that it will need pariners to bring those
therapies into the clinic, since the costs and range of skills needed to bring products to market are
beyond the capacity of a medical research charity on its own. As indicated above, DEBRA will drive
the development of therapies as far as it can from its own resources, whilst seeking to form
parinerships wilh public and private external funders. The capacity for translation 1o the clinic will
cantinue to form an important part of ihe review process of applications for the allocation of DEBRA
funds.
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In the short-term, DESRA will continue to support existing early stage clinical tials that are already
DEBRA-funded, inciuding the mesanchymal stem call trials in London, and seek opportunities to
facilitate new, high quality trials, wherever they are happening in the world.

DEBRA will also seek to collaborate with investigators and institutions undertaking promising work
with non-DEBRA funding. The trend for EB research starting to attract significant external funding
is likely to continue and we will work as closely as we can with these investors, such as Lotus
Tissue Repair in the development of protein therapy for Dystrophic EB.

DEBRA recognises that, in order to bs attractive to external partners, there needs to be a clear
business, as weli as scientific, casa for their involvement. Fundars need to have confidence that
encugh is known about the normal course of tha different types of EB to be able fo have measures
of whether a trial has been successfu! that are robust enough to salisfy the regulators in Europe,
the USA and elsewhere that determine whether an eventual therapy can be authorised. investors
also need confidence that the payers for treatments, the NHS in the case of the UK, will be
prepared to fund new treatments. As previcusly described, DEBRA commenced waork to provide
this data during 2012 and this will be extended in 2013, specifically in the areas of protection of
Intellectual property and in the identification of suitable business models that take inte account the
complexities and economic reallties of rare disease therapy development.

DEBRA's focus will cantinus to be International, both in the research supperted and in coltaboration
betwaan the national DEBRAs on funding. The resources avallable from DEBRA UK for research
are detailed in the Three Year Plan, which forecasts a significant and sustainable increase in
research funding from 2014 to reflect the likely considerable demand for therapy development
funding ihat is predicted.

Healthcara

The plan for 2013 is to continue the joint parinership working with the NHS and the immediate
focus for DEBRA to work with the National EB centres to ensure {he best possible service is
offered to all peaple living with any typa of EB across the UK, whilst ensuring all ‘core NHS work' is
fully funded by the NHS accordingly. Any money released by national funding will be used to
develop the health, social care and membership services further by enabling DEERA to
supplament the core sarvice with additional care benefits outside the reach of the NHS.

DEBRA's aims for 2013 include:

s+ to daliver and develop the nursing service resulting In an increase in care provision through
provislon of an equitable and easy to accaess hollstic nursing service, and ensuwring knowledge
Is transferred effectively with new resources developed for both healthcare professionals and
people living with EB
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+ o develop further the EB foot clinic service that will directly help people with EB Simplex across
the UK, and develop a mobile multidisciplinary clinic

+ to develop a closer NHS partnership nursing service in Scotland for pecple living with £8 and
for Iocal hospitals and clinicians

* o support the London Rased ciinical teams with the provisien of a Clinical Fellow {Doctor)
+ to develop and enhance the specialist EB Qietetic services

+ {0 further develop expertise within the nursing teams to carry out research in the clinlcal setting.
With research coming ever closer to identifying effeclive treatments for EB it s vital that we
have the skills necessary o translate thase directly into patient care.

Seocial Care and Membeorship

The increased allocation of funds for the secial care team and service provision in 2013 will make
an immanse and much needed difference to the service available for people living with EB across
the UK and enable the team to be best equipped to support people through the welfare reform.
Pravision will be made for succession planning to ensure knowledge transfer and excellent practice
continues for fulure years.

The development and re-faunch of the DEBRA Membership scheme and database aims to
promate our support services, provide access to information and enhance communication with tha
£B community.

Further review and development of DEBRA health, social and membership publicaticns and media
platforms is hoped to provide belter access to and up to date content of publications and self-help
directorias.

DEEBRA will also continug to provide and enhance the range of activities that paople with EB have
come to expect. This will include an increase in the number of people henefiting from the weekends
away or outings/nebworking opporiunitises for adults, teanagers and childran, an increase to the
number of home visits where necessary, and assistance to enahle more people to attend the
annual conference which will again be made into an opporiunity for a day out as well as a
conferance. Anincrease in DEERA support grants to meet instances of individual or family
hardship will continue te be made as an increase in demand is anticipated due to government
cuthacks. The hollday home provision will increase to 4 and iha replacemant of the holiday home in
Scotland will occur during the year, and enquiries will be made into a permanent or all year round
accessible homa.
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international

As has been previously mentioned in this report, DEBRA sees international collaboration as being
a very important element of its mission, particularly in therapy development. This invelves both
bilateral contacts at national level and, through DEBRA International, collective activity at the
international level. In support of this work, DEBRA seconds staff to undertake leadership roles in
DEBRA [nternational and encourages trustess to participate In international events. The
importance of this area of work was recognised during 2012 by the creation of the DEBRA UK
International Committes, chaired by a trustee, to oversea the charity’s international aclivities and to
racommend how the UK can best support them.

The International Medical and Scientific Advisory Panel, managed from the UK, will continue to
play the plvotal role in providing peer review for all research grant applications received by
DEBRAs worldwide and in helping to guide research strategy.

DEBRA International has a number of programmes in place that are of benefit to people with £EB in
the UK and DEBRA will continue to provide suppon, both financial and in Kind, to their further
development. These [nclude the international Clinical Practice Guidelines with three expacted to
be published in 2013, the professional training inltiatives to give clinicians access to gold standard
care, ihe increase in emphasls on the provision of high quality information to both the tay and
professional audiences, and supporting the growth of new DEBRAs around the werld.

Through their roles in DESRA International, seconded DEBRA staff will continue active contact with
key international opinfon formers and decision makers, including EURCRDIS and the European
Medicines Agency, amongst others.

Fundraising

2013 is expected to be a time of continued growth and consolidation. Woe will continue te focus on:

v continued growih, support of and development of the DEBRA Appeals Council and
ambassadors to enable DEBRA to unlock individual, carporate, trust and foundation income
and atiract major gifts

« DEBRA's Golf Society, Shooting Society, speclal events and challenge portfolios which will
continue to play an Important part in the success of the charity's Fundraising Strategy with
focus on developing each event to maximise potental

« DEBRA's Communications Strategy which will aim to drive Increased reach for the charity,
through the core channals of the shop netwoerk, digital social media, local PR, national PR, e-
communigations, word of mouth and events
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» producing ariculate case plans, for presentation te Trusts, Foundations and corporates, that
eloguently describe the various services and research projects which DEBRA has identified as
vital for funding

+ expansion of volunteer led suppert (speakers, groups and committeas) remains a core growth
strategy in achieving target income levels, and growing and developing the community team
inciuding collaborating with EB families and DEBRA shops.

DEBRA's fundraising success would not be possible without the tremendous support it recaivas
from the Appeals Council, Golfing and Shooting Societies, other donors and the large number of
volunteers who help extensively on bahalf of the charity. The generosity of time and effort given
fresly to us is both encouraging and greatly appreciated.

Retall
The planned three key drivers of grewth in 2013 are:

v MNet growth of leasehold shops.

The underiying assumption is that 25% of tha current portfolio of temporary shops will close in the
year. The sim is to replace these with leasehold shops across all areas.

= Like-for-like sales growth.

Avearage weekly sales are planned to increasa by monitoring stock density through space
management, pricing and promoling proactive stock initiatives throughout the year. There will be
coflaboration with local bus(nesses to encourage stock donation. Leasehold shops will be opened
In areas where tha public can drop off direct to the shop, therefore reducing transport costs.

Fallowing the opening of the e-Shop, a 3862 sq ft warshouse unit in Normanton, Leeds, increasing
cnline sales will be developad through eBay and Amazon. This service currently operates in the
north only and will be extended to tha other regions.

» [ncrease sales of gift aided items.

Gift aid represents 8% of gross shops income and is therefore a major contributor, a key driver that
the charity is dependent on and must maintain. Following the success of attaining 40% of sales
being gift aided, the target is to grow this fuither, parlicularly on donated furniture goods. Culled
rotated stock will keep the Gift Aid Identification and the possibliity of gift aid on recycled rag will be
explored.

There are now avar 60,000 address records of those who have donated stock to our LK shops and
8,500 email addresses, and these are slill growing significantly. The implication appsars to be that
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there will be a continual siream of naw donors. In 2013 opporlunities will be explored to invest in
donor development to build relationships with thase donors.

Alongside these key performance [ndicators are other improvement programmes that will continue
to improve shop management professionalism through learning and development and a
recruitment and retention programme for staff and volunteers. There will also be a rolling
programme of shop improvements, including new signage and marketing materials plus
refurbishment of leasehold shops at lease renewal.

Another key planned change will ba the gradual migration from paid assistant managers to
volunteer asslstant managers. The intention is to recruit voluntear manager support whers viable
for the traditional charity shops and one mobile manager per arsa will be employed fo support this.
The charity currently employs 86 assistant managers. Cther charities have been running this
concept successfully for years with the most profitable shops directly linked to those who have the
highest average number of volunteers.

During 2013 good performance will be attained at the two initial sites before expanding the
Furniture and Etectrical operation. The good news is that even where thers are competing charities
in specific Jocations good quality stock has been acquired. Just like the traditional shops, the
overall market dynamics for charity retailing in Furniture and Electical remaln very compelling. In
times of austerity, increasing demand is parhaps not a surprise and when the high street Is really
struggling, this part of the market has been obtaining 3% growth. So the industry trends of
increasing sales, central government incentives and consumer demand for good quality second
hand goods remain very encouraging. Perhaps, as the tough times continue, people will hold onto
potential donated items for longer. As well as aciively parlicipating with the Charity Retail
Assaciation, which gives us an Industry perspective, the performance of these shops will be tightly
monitored because charlty retail is a very imporlant income stream for the charity. There is a very
conservative accounting policy for shops where there have been set up costs with almost all these
casts written off in the year they are incurred. The performance in both the traditional and the
Furniture and Electrical shops needs to be viewed with this in mind.

The fourth retail annual conference *Plan for Success’ was extended to include head office and
fundraising staff and was held at Keele University in April 2013. Onca again it was over 2 days and
included a celebration awards dinner. The conference proves to be a great motivator and the
opportunity is takan to raise more awareness of EB, research and fundraising, as well as thanking
staff for the good work they do, which enables DEBRA to continue to provide specialist care and
vital research.
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AUDITORS

All of the current trustees have faken sll the steps that they cught to have taken to make
themselves aware of any information needed by the company’s auditors for the purposes of their
audit and to establish that the auditors are aware of that information. The trustees are not aware of
any relevant audit information of which the auditors are unaware.

BDOQ LLP have expressed their willingness to continue in office. Under the Companies Act 2008
section 487(2) they will be automatically re-appeinted as auditers 28 days after these accounis are
sent to the members, unless the members exercise their rights under the Companies Act 2006 to
prevent their re-appointment.

SIGNATURE FOR TRUSTEES’ REPORT AND ACCOUNTS

The Chalrman, Roger Wakefield, is unable to sign the 2012 Trustees' Report and Accounts due to
ill health. The trustee board authorised Robin Hood, in his role as Acting Chairman, to sign the
documents in the Chairman’s absence.

The Chairman has heen instrumental, with the Trustee Board, in ensuring all the required systems
and procedures are in place, enabling the charity to maintain all of its commitments and obligations
during this time.

By order of the board:

74

abin Hood
Acting Chalr

24" Aprll 2013
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STATEMENT OF TRUSTEES' RESPONSIBILITIES

The trustees are responsibie for preparing the annuat report and the financial statements in
accordance with Companies Act 2006 and for being satisfied that the financial statements give a
trus and fair view. The trustees are also responsible for preparing the financial statements in
accordance with United Kingdom Accounting Standards (United Kingdom Generally Accepted
Accounting Practice).

Company law requires the trustees to prepare financial statements for each financiat year which
give a true and fair view of the state of tha affairs of the charity and of the incoming resources
and application of resources for the charity for that period. in preparing these financlal
statements, the trustees are reguired to:

« select suitable accounting policies and then apply them consistently
» make judgemenis and estimates {hat are reascnable and prudent

+ state whether applicable accounting standards have been followed, subject to any material
departures disclosed and explained in tha financial statements

« prepare the financia! statements on a going concern basis untess it is inappropriate to
presume that the charlty will continue in business.

The trustees are responsible for keeping adequate accounting records that show and explain the
charity's transactions, disclose wilh reasonable accuracy at any time the financial position of the
charity and enable them to ensure that the financial statements comply with the Cetnpanies Act
2008. They are responsible for safeguarding the assets of the charily and hence for taking
reasonable steps for the prevention and detection of fraud and cther irregularities.

Financial statements are published on the charity’s websita in accordance with legislation in the
United Kingdom governing the preparation and dissemination of financial statements, which may
vary from legislation in other jurisdictions. The maintenance and integrity of the group's website
is the responsibility of the trustess. The trustees' responsibility also extends to the ongoing
integrity of the financial statements contained therein.
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INDEPENDENT AUDITORS' REPORT TO THE TRUSTEES AND
MEMBERS OF DEBRA

We have audited the financial statemants of DEBRA for the yvear ended 31 December 2012
which comprise the Statement of Financial Activities, the Balance Sheet, the Cash Flow
Statement and tha related Motes. The financial reporting framework that has been applied in
their preparation is applicable law and United Kingdom Accounting Standards {United Kingdom
Generally Accepted Accounting Practice).

This report is made solely to the charity's frustees and members, as a2 body, In accordance with
Chapter 3 of Part 16 of the Companles Act 20086 and the Charities and Trustee Investment
{Scotland) Act 2005. Our audit work has been undertaken sc that wa might state to the charity's
trustees and members those matters we ars 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
respongibility to anyone other than the charily and the charity's trustees and members as a
body, for our audit work, for this report, or fer the opinions we have formed.

RESPECTIVE RESPONSIBILITIES OF TRUSTEES AND AUDITORS

As explained more fully in the Trustess’ Responsibllities Statement (set out on page 22}, the
trustees (who are also the directors of the charitable company for the purposes of company law)
are responsible for the preparation of the financial statements and for being satisfied that they
give a true and fair view.

We have been appointed as auditor under seclion 44(1)(c) of the Charities and Trustee
Investment (Scotiand) Act 2005 and under the Companies Act 2006 and report In accordance
with regulations macde under ihose Acts.

COur responsibility is to audit and express an oplnien on the financial statements in accordance
with applicable law and International Standards on Auditing (UK and Ireland). These standards
require us to comply with the Auditing Practices Board's (APB's) Ethical Standards for Auditors.

SCOPE OF THE AUDIT OF THE FINANCIAL STATEMENTS

A description of the scope of an audit of financial statements is provided on the APB's website at
www. frc.org.uk/apbiscope/private.cfm.

OPINION ON FINANCIAL STATEMENTS

In our ppinion 1he financial statements:

+ give a true and fair view of the state of the charitable company's affairs as at 31 December
2012 and of its Incoming resources and application of resources, Including its income and
expenditure, for the year then ended;
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INDEPENDENT AUDITORS' REPORT TO THE TRUSTEES AND
MEMBERS OF DEBRA

+ have been properly prepared in accordance with United Kingdom Generally Accepter
Accounting Practlce; and

» have been prepared In accordance with the Companies Act 2008, the Charities and Trustes
Investmant {Scotland) Act 2005 and regulation 8 of the Charities Accounts (Scotlana)
Regulations 2006 {as amended).

OPINION ON OTHER MATTERS PRESCRIBED BY THE COMPANIES ACT 2006

In our oplhion the information given in the Trustees’ Annual Report for the financial year for
which the financial statements are prepared is consistent with the financial statements.

MATTERS ON WHICH WE ARE REQUIRED TO REPORT BY EXCEPTICN

We have nothing to report In respect of 1he following matters where the Companles Act 2006
and the Charities Accounts {(Scotland) Regulations 2006 (as amended) requires us to repert to
you if, in our oplnion:

+ the charitable company has not kept proper and adequate accounting records or returns
adequate for our audit have not been raceived from branches not visited by us; or

+ the financial statements are not in agreemant with the accounting records and relurns; or
« certzin disclosures of trusteas’ remuneration specified by law are not made; or

« we have not received all the information and explanations we require for our audit.

Q»% 4

Donald Bawtree, Senlor Statutory Auditor

for and on behalf of BDO LLP, Statutory Auditor

800 LLP is eligible to act as an auditor In terms of section 1212 of the Companies Act 2008
Galwick

West Sussex

United Kingdem

Date: | H% (MSYE

BDO LLP Is a limited liability parinership registered in England and Walas {with registered
number QC305127)
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2012 ACCQUNTS
STATEMENT OF FINANCIAL ACTIVITIES
INCLUDING INCOME AND EXFENMDITURE ACCOUNT
FQR THE YEAR ENDED i1 DECEMBER 2012
Linreziricled Dasignaled Restrcted Tolal Toral
funds Tunds furHls 2012 2014
Moles E £ E E £
INCCMING REEDURCES
Ingoming rescurcas [rom ganeralad funds
Wolunlary income 2 1,063,070 1.183.440 442 579 2,668,088 3,190,943
Agctivities for generating funds 3 8,010,872 125,216 3383 8,168,472 8,607 £62
Investmant Income { 44 882 - - 44,882 55, 74T
Incoming resources from charllabla activilos
Respile bregks 7,244 . - T.24% 5818
Qthar Inceming rezources 83,716 - - 53,718 144,569

Tolal Ingoming reaources

RESCURCES EXFENDED
Coats of generaling funds
Cosls of ganarating voluntary Income
Fundraiging trading: cosl of goods sold and
othet cosls
Tolel cosla of genaraling Funda
Hat fncoming resources
Charilable acliviles
Research
Heatthcare
Socid] cara
Rosplia braaks
Pukiic aducalion

Governance coata

Total charltable sxpeondilura

Total rescurces expended

Hal Incomef{axpend/tura) for Lhe year
Total funds Braught forward

Transfer batween funds

Total funds carelad Tarward

i 370,243 - 5702 575,546
il 7,409,208 400,124 - T.H09,440

7878524 400,124 & 702 8,185,255

1.240,258 14,522 $00,280 2,859,080
) 442 917 112,534 . 161,203 TI7.934
B 383.428 8.2i0 Th2ed 432,867
g 268,282 4,388 45 0154 82,7
G 18,813 - . 18,818
i 218 822 - 218,822
L] 168,775 - 136,778

141,043 122 412 276,488 1,959,941

488 028
7,672 065

4071003
3,207,803
ga2.200
439,859
271,879
30,639
159,192

145,814

2,009,763

& § AT ETE £ 262,180 10343 398 10,080,558

1,683,218 B7i g2 583,681

1,240,604

1,342 381

1432413 1,889,742 207,436

3,839,610

3,240 501

Al gparaliong arg conlinuing.

The Statement of Financial Activias also complias with the requirements for an income and expendilurg accouni under the Companlas Act 2006,
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2012 ACCOUNTS
BALANCE SHEET
AS AT 31 DECEMBER 2012
Company ragisiralion number 4118259
2012 2011
Woles E E £ £
Flxed aasels
Tanpitle assels 10 1,428,558 1577922
Intangible assats 10 { 537,124} { 888,935)
782,434 Goo 97
Currant aasets
Currant asset invesimenl 10 43,544 -
Stacks 16583 14,405
[abilars 11 aT8 44} 722,428
Cash alhank and In hand 4,581,419 4,078,185
5,530,368 4,815018
Creditors: amounts falling due wilhin one yaar; 12 { 2,463,048) { 2,158,816
Net currant assals 367,323 2,658 202
Tota! assels less current liabilitles 3,958,757 3,345,189
Crediiers: amounts falling dus over one year: 12 {20,147) { 104,688)
Npt aszats 3,938 610 3,240 571
Funds
Unrastrighad funds
- Dealgnated 14 1,609,742 873622
- Genaral 1,432,433 1,682 218
3132176 2,058,840
Restricted funds 14 807.435 583, 851
3,939610 3,240 501

The acoounts were appraved by the Board an 24th April 2013 and signed on their behall by:

Robin Hood
Acling Chalman

David Gpence
Treasurar
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2012 ACCOUNTS
CASH FLOW STATEMENT
FOR THE YEAR ENDED 31 DECEMBER 2012
22 2011
Motes £ E £ £
Met cash [nflow frem operaling aclhBlen 16 433,770 1,607,824
Returna on investmanis and sarvicing ol finance
Interest and renl recebved 44 862 545,747
Intareat element of finance lease rental peyments { 7.580) { 7.550)
Het cagh oUthow from ratuma on investmonts and servicing of Enteresl 37 332 48,157
Caphel expendiiure
Paymenis lo acquire tengible fixed a55a1% {93,328) { 22.959)
and invasiments
Racaipts frem sates of langlbla fixsd asasts 180,000 270,100
Met cesh cutflow from cepltal expenditure 56,672 247 141
Flrnanclng
Capital glamanl of financs leaze rantal paymants [ 34,541) {34, 5413
Increase Im cagh 17 513,232 1,868,721
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NOTES TO THE ACCOUNTS FOR THE YEAR ENDED 31 DECEMBER 2012

140
.1

1.2

1.3

14

18

1.7

1.8

1.9

110

ACCOUNTING FOLICIES

Basis of preparation

The accounts are prepared undar the hisloncs] cosl convantion, and are In accardance with the Charilies Acl 2011, ihe Companles Act
2008, tha Stalament of Recommended Practice *Accounling end Regoring by Charitlles® {March 2005) and the Charities and Trustess
Invesiment (Scotfand} Act 2005. Prigr year governanca costs have bean reslated (o rellacl a more appiopilate classification of cosls,

fnccming resources

Ingome le accounted for ¢n an actruale basls whane pracliceble to do wo. GiRkg in kind ara only Included In the accounts where the
lrusleas cen asorbe a value in excess of £1,000. Lagacias and grants recetvable are nol recagnised entil themy (5 carpinty of timing and
amount. Inceme Is defamed whera il represents a paymenl In advanca for 3 spacific event which wil not 1eke plece unlil 2 fatura
accounting padod, sxcept for sponsership for chanty challengeas.

Resources expended

Expanditure I8 acceunled for on 2n Becrels bagis whene praclicalls o do 20, and has been classified under headings thal sggregate all
cobts ratatad to the calegory. Equipmenl purchased for use in resegnch is writlan of ax part of the rezearch project costs aa ingurned.
Cosls of gensratlng funds arm thosa costz neured in seeking voluntary conlributlans and runnlng tha relall operatlonz. Canlral costs are
apporned and allscated batwoan the costs of ganerating funds and charlabl expendilure on tha basis ¢f cantral siaft tima allocation
1o the varous aclivities,

Recagnftion of grant llabilitlas

Grants are 3warded for rezaarch projects over a period of ong to five yoare. All grants pravida the right to lerminata with three montha
notlcs ang continualion of funding Is dapendant on salistactory progress raporing end revlew. Full grant recogniten has bean
Incorpoleted 11 these accounts as the most prrdam poicy.

Tonglble fived &ssers and depreciation

Tangible fixed 3esels with a valua in axcess of £1,000 arm capitalised, and ara $1aled at cost less depraciation. The threshokd for
capitatisation wes raised from ES00 on 1 January 2009, On all assels puichesed singe 1 January 2002, depreciation |s providad at rates
cakoulated Lo write off the ¢ost less gslimated residual value of mach asset aver its expected usefl] iife, an olkows:

Fraahokd land and buildings Qwer 25 years
Moila hemes Qvar 10 yeas
Fitures, fitlings, sialic equipmant Qyer § yoaars
Moblle equipmant Qver 3 years
hiotor vahiclas Qvar 4 years

Aasets transferied from Cystrophic Epidermelysis Bullata Research Asseciallan (unincorparated) a8 B4 1 Januery 2002 have centiny g4
o be dapraciated as in tha pravious charty.

A ravigw of agzats s undanazken annually, and adjustments ae made o tha expeciad usefud lifa as raqulred. From 1 fanuary 2008
frehiokd [ang gnd buikdings are assumad lo have a reswlual velue of S0%.

fntangibie fixed essels and smorfsation

The chanly acaquired len freehald properties fram anathar charity In Saplemiber 2009, The differance batwesn the markel value and tha
poica pald s recognised as negetive goedwdll, This [5 amorised in line with & reducing guaranior liability on the assels, which
commancad in 2010 and will run for 3ix yearg,

Etock
Stock [s valued at the bewer of cosl and nat rezicabie vahe.

Accumulated funds

Restricled lunds are subject te specific sonditions by dones as () how they may be used, Tranafers bebween unrestricted funds and
deslgnated funde occur when the Uusless approve eifher funds Lo ba designated for a specific purpose, o where ramaining degignated
funds are no ongar required and are released Lo unreslicled funds The purposes and usas oitha restricted finds and designated funde
are gl outin Mote 14 b the hnancial xlatements.

Congolidefed accounis

In aceordance with SCIRP 2005 paragraph 384 {c], the sccounis of DEBRA Trading Lid and DEBRA Ratail L hava nol been
incorporated into (these acseunts on tha grounds that the resuilts are rot matedal, The profit covenaniad by DEERA Trading |5 included
in activifes fer genarating funds. DEARA Ratall Ltd was dormanl throughoul the year, This repart thaeefore provides informatlon about
the slands'one charity only. Far informatien, (he company's rezulie and the investmenl the charty hokds in DEBRA Yrading Lid are
shown separately in Note 12 ta the hnancial slalemeanis.

Foreign currency franslation
Foreign currgnéy is tranelaled Inla slading at the curranl exchanga rate 1 the saly of the transaction.

Leases

COperating Yease annval rental paymenls are charged 1o the SOFA on a straighl line bagis over the lerm of the lxage. Assals financed by
financa laasas hava been capitalised al present veluas and are depiacialed In lina with the depreciation pelicy. The inlargst gleman of
tha leasa paymante Is charged to he SOFA over the pergd of the lease.

Gavernance costs

Governance costs comprise the cosls relaling Ia the gensral runnlng of the charily, and includa dirgdt items such as extamal sudit, lzgal
adulce for trustees, the cost of irusiee mestings. tegather with an allocation of staff costs end general nvacheads alreutabls to the
suppert of govarnance activilies.
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NOTES TO THE ACCOUNTS FOR THE YEAR ENDED 31 DECEMBER 2012

2 VOLUNTARY INCOME Unrestictad  Restricled Tolzl Tolal
funds funds 2012 201

£ E E H

Dznations & gifls 1,715,183 352,184 2,087,347 2,434 8588
Leqaclys receivabla 461, Bog - 481,884 566,015
Granls recetvabls 18,458 0415 169,873 186,089
2 758,510 442 578 2,899 039 3,190,683
——— —

Donallons & giRta
Individual donations 14711115 130,432 1,601,647 1.747.3491
Corporalg danelions 123424 168276 291,200 615,257
Inlearmational donatiens 983 40 1,023 1448
Evenls by Indlyiduals 118,661 63,416 173077 109,188
1,715,183 352,164 T 2,087,347 2,476 889
— T ———————
Granls receivahls

Charlabde Wusts 79458 84 265 163,723 179,889
Scallish Execottva . 6,150 g, 150 8,200
¥4 458 0415 169,673 188,088
Eﬁ_ T

3 ACTIVITIES FOR GENERATING FUNDS Total Total
2012 2011

E E

Income B,199.472 8,607,889
Cperaling expenses | 7.B09,410) [ 7572 065)
Helincome from hundraising actlvities 380,082 1,035 B34
e —— R ——

The graatesl income from activities for ganerating funds is derdved frem the oparatign of charnily shops selfing donated goods. Ag at 31
Bacember 2012 Ihera werg 105 shops trading comparad with 118 4131 Decamber 2011, Tha major categones of incarma and
Bxpenditure ara summarised below:

Cperating Nat income MNat Inceme

Incomea EXpENSAE 1z 201

E E E £

Ralail 7251003 (7.3086,913) 74,080 604,320
Fundralging evenls 708,744 (B00.884) 288,873 389,222
Miscallanasys trading 48,705 [ 1,608 47,095 35,262
8108472 (7809410 140,082 1,035 804
S —————— e e

3hops showad & significant deciine gver tha prayloug year because there has baan slgnificant investaent in new leazed proparties,
Including 2 large fumiture and electrcal shaps in 2012, Sal-up cosls of £180.795 vare wrillen off as incurred and further in vestmant of
E184,338 was mads in the Fumiture and Elg¢lrical project during the year. Tha conlribulion achivad by Ihe shops was alen pdvergely
atected by 2 decling in the amortisaton of negalive goodwlil end fewsar shops in the perliziic. Tha dacling in Incoma from fundraising
Bvents hes been becavse the Sivar Buttarfy dinnar which raised a total of £119,806 in 2011 resircted lo the Sohana Reseaich Fund,
was notrapeated in 2012,

4 INVESTMENT INCOME Total Taist
2012 2041
£ £

interast receivabla 34,687 28 4938

Rant of Aals 8,185 26,808

Tetal investment Income 44,582 55,47

e — i ——————

Rental Incame was receivad from two flals, which are aitugled sbova propertles acaulrad la 2008,

5 GRANTS PAYABLE

Expenditure on charitable activitiez include granls payable to thirg parlies a3 dalzl'ad in Nole 6. 127 Social Care grants totalling
ESD,628 wara made through the Soial Cere programme. Ml athes grants wera paysble to inatitutlons a3 delaited in Mol 18
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5 GRANTS PAYABLE {centinued)

Healthcare and Soclal Care work is coneklarsd on-golng and no fulure commitmant Is provided for, Reseorch projacts have 2 finile Iife
and i 31 Docomber 2012 the Trustess had aulhorised 3 commitment 1o suppon ressarch grants aver he nexi thees years to tha sum of
£1,022 227 (E0B2,753 at 31 ODocambar 2011},

Tha (ofal commilment |3 curmeatly budgstad Lo be spent as follows: Totel Tolal
2012 2011
E E
Withln 1 year 605,766 574 683
Wilhin 2-3 years 1r a8 404,030
Wilhin 4-5 years s ——am
3,022,227 233,753
. —— ] N T T TN
Froyided within tha granis payable cradiler 1,022,827 983,753
Contlngent Ha ity . -
10232817 $83,753
e ——— [ ]|

Ax dieclozed In Ihe accounting pollcies, thare |s no contingant liaklity as full granl recognition is accounted for from the 2009 Accounts

Ghwards.
Staft Grantz Other cosls Total Tolel
& RESOURGES EXPENCED Losls payable iy H 2011
E £ E £ E
Costs of genarating funds
Wolunlary ingome 347875 . rra e E E7E, 944 409,028
Actlvitles for generating funds 4,205 315 - 3,514,085 7809410 7,572,085
4 842,590 - 3,742 368 8,186,386 8,071,083
Gharltabls axpanditure:
Research 81,754 417,206 38,994 17864 842,200
Haalthcars 295,288 151,763 16,818 452,867 458,638
Zoclal care 206,059 53528 34,207 IsE T4 271,978
Reapita breaks - . 18,819 16,819 30,838
Prublic aducatkon 163,680 - 50,232 218,022 183,142
FLEETL 658,497 158,070 1,801,168 1,683,648
Govarnance coals 108,508 . 50,267 158,775 145,914
B, 738,007 655,497 3,960,703 10,145,297 10,080,856
——————————m
Piler yaar govemance ligures hava baen reataled to reflacl a more appropriata classfication of cosls.
Copraclation
and Ovarhead  Miscellanegus Tatal Tatal
Cthar coats amoitization alrpcation cosgls 2012 2011
£ E E E E
Goste of gonerating funds
Volunlary [acoma - 103 589 124 B8% 228,271 221,107
Actvifas for generating lunds {174,829 146,213 3,542 511 3,514,095 3,508,102
{ 174,629 249 802 687,193 1,742,266 3,527,268
Charitabn expenditure
Rasearch - 38,854 - 38,894 42 500
Heslthcara . 15,818 - 15,613 72 B4a
Sodia) carg . 23,572 10,834 34,207 38,829
Respile breaks 10,334 - §.481 18,518 0638
Pubkic education - 50,232 . £0,232 A7, 347
10,338 125817 19,115 148,070 181,859
Governance ¢osta - 22330 17.937 &0, 267 £3,350
[ 164,201} 410,748 3,704,245 3,950,703 3 TG 478
—_—————————————lt

Oparating lease cos1s of £1.261,133 are inciuded In miscallaneous ¢osls pad relale o rental of premises (£1,214,283), equipment Hitg
{£168.925) and vehiclas {E16.813).

Auditor's ramuneration for the yaar was 16,000 [2011; £18,000}
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7 CO2T ALLOCATION

All cantral pverhead costs ara alkocalad to activities on the basls of staff time, and are dalalked balow:

W12 201
£ £
S1aff cosls 1,378,587 1,184,518
Ovarhnade
Cfice prem|ses rent 33,830 272
Service charges, utililles & clearing 34,499 26,229
Equipment coEts 112,160 100,145
FPaoslage, prinling, slatkonery, letaphons & fax 102,700 101 908
[nsurance costa 41, T43 41,535
Legel, professional & consulancy fees 17,805 34,050
Depreclation 20,508 19,810
Irrecovarahle WAT 27,018 23.570
Bank charges 9,385 12,556
Sundry exponses 9,285 247
410,747 395,382
Total Aflocation T 1,789,004 1578900

5 TRUSTEES

Nene of the lrustees [or any parson connected with them) receved any remuneration during the perigd, but T of them were reimbursed
8 tolal of £10,042 for kavel and subsislanca expanses.

Amy Livesey recahred social carg grants in 2012 tolalling E755.

John Tough received 8 payments lotaling E5,B61 In 2012 lor his work a3 8 Chasity Shop Consultenl and Scott O'Sullivan received
E1.480 far his work as a Living with EB Consultant, Authorty for these payments is provkied in ihe charity's consttution.

£20.4310 was paid lo DEBRA Italand for the emoloyment of Robin Hood as a fundrziser. This was arranged on an amms langth besis and
was anresd by the trustaas in a maeting whara Robin was abganl. Authority for thase paymanls is providad In e charty's constiiution.

Ingurance has haen purchased to protect DEBRA from kassas arslng nom wranglul 2cis commiitad by Wusteas or employsas al a cost
of £2.087

g EMPLOYEES

The averags numbar of employeas dukng the parod was: 2012 full ime 2042 FIIRR
EQUEY Numbser Number

Rezearch 1.5 2 2
Healthcare* 4.0 E 5
Soclal carg 4.7 E 5
Fundralsing 15.0 7 14

Shups 2114 284 281
Management & adminigiration 15.8 L) 17
HL M2 24
——

A4 the end of the year Ihe number of amployeas per dapartman was: 2012 lull ime iz 2
BOUY Numbar Number

Razearch 1.5 4 2
Healihcare® a7 4 5
Soclal Carm 54 € 5
Fundraising 16.6 13 14
Shopy 6.6 FLE )
Management & Adminigireticn 14.7 18 20
48 a0 3z
S

"Thesa numbers axtiuda the eight healtheara stafl funded thrgugh grants o exdernzl organisations and detalkad In Mote 18,
Sieff employed by extamal inalitutlons and funded through research granls are also excluded,

g EMPLOYMENT CO3T3

Tatal Talal

2012 2011

£ £

Wanes & salarigg 4,727,032 4 304 391
Soclal security cosls a41.601 324,739
Pansisn gosla 171,364 130,563
E, 238,887 5,058,723

(== T ————————— —— |
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NOTES TO THE ACCOUNTS FOR THE YEAR ENDED 31 DECEMBER 2012

10

EMPLOYMENT COSTS (continued)

The charity does not operate any charity pension schema. The charity makas payments [o cerain empioyses’ persona! pensien phans,
Paymanls of E157 441 wese mada in tha year and charged 1o he SOFA in the perod thay wera dug, Al Ihe yoar gnd tharg remained
£21,413 unpald. In additon, 18,137 has baen provided to cover new employses who will have the opportunity to joln the scheme afler
threa months employmenl, beckdaled to the date of commencement of employmenl.

Thare ara adequate syalemns in place 1o manage sxpenses and they do not farm pan of remuneraton.

The Ixlewing members of staff received amolumants above £60,000: iz 201
Batwean £80.001 - £70.000 : )
Batwesn £160,004% - E160,000 - 1
Bobeman £160,001 - £170,000 1 -

In respeci of the aboye employeas, conlibutions for the year into & defined cenirtutlon pension schema Iotallad £268,307 and thera are
relirem ani benefiis accruing for three amployses undar a defined contribulion Scheme.

FIXED ARSETS
Tangikle fxed azcate

Shop Meblls Flxiures, Fraphold and Tatal
Nttinga homes MMings & long leasehold
agqulpment tand and
bulldings
E E E £ E
Cast
AL Janpary 20412 243,881 125,767 258,134 1,538 572 2,167 344
Addilions 43,180 24,000 8,138 - 83,323
Disposals - {48,272} [ 71,7168] { 135,004} | 254 QEE)
At 31 Decernber 2012 287.0M1 111,488 202,568 1,404, 572 2,005,684
Deprociatlon
At 1 Janpary 2012 142 588 £2.802 222,814 141 438 GH0 422
Charge for tha year 51,508 10,338 12,484 33,683 108,026
Disposals - {38 422) {(11325] { 10.575) [121,332)
At 21 December 2012 194,177 53,518 163,885 164 446 578,126
Met Book Valup
Broughl forward 104,313 43,155 35.320 1,388,134 1577022
At 31 Dacamber 2012 §2,8%4 67,867 38371 1,240,126 1,425 668

The nel pook value of Mxures, fings and equipment includas an amount of £34, 541 {2071; E€9,081}in rospaci of 335618 hekd undar
finance legses and hire purchase contracls. Tha related depreciation charge on these assets for (he yearwas E34,541 (2001 £34.541),

Intengibla Mood assels Acqulaltian
goodwill
E
Coat
Al January 2IHME {1,218, 750
Additrons -
Dizposale J——
At 31 Decernber 2012 { %.318,750)
Amortisalon
At 1 Jenwary 2012 420,815
Charge for the year 251 811
Disposels — e —
At 31 Dscombar 2042 8E1628
Het Book Value
Braughl forward { 988 93:5)
At 31 Cecember 2012 5 637,124

Tha charty scquired 10 freeheld propertias from Action for Chitdran in Septembar 2009, valved &1 £1,518,750. Tha difference batween
the market vatua and the price paid of £200,000 Is recogrnised ag regalive goodwill. Thers is @ reducing batance guaranter liability on
hese assaks restrclng their sale, The releasa of thase assel frem the rastriclon 2 32 [olows:

Crate Ralaased in year Cumulative
War 2010 115 443 115,000
Mar 20114 360,000 495,000
Mae 2012 280,004 185,000
Mar 2013 275000 1,080,000
Mar 2014 193,750 1,253,780
Mear 2016 285,000 1,518,150

This negatlva goodwdll is being amartised In tine with the reguding guarantos fability,
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CURRENT ASSET INVESTMENT
Included in current agset lnvasiments iz 43,684 in regpect of islod Invasimanls.

DEBTORS 2012 2011
£ £

HMREC 148211 93,065
Mist dablors 17,969 27,258
Oiher debtors 50,256 74,650
Accrued incams 380881 201,350
Prapaymanls 370,188 323 204
BTEAL3 T2 428

YAT rafund of £146.211 is dua from HMRE. Accrued ingome ncladas gif ald of EX65,.827 due tor quarler 3 ard 4 of 2012,

CREDITORS: amounts falling dua within one year 012 2011
E £

Trede creditos 237,610 172,380
Granls payable 1,302,088 1,287,805
Qther creditors 306,842 432,710
Taxalion end sociaf security 115,342 [ 333
Accruals 404,688 244 R44
Deferted Income 5 o4 21,600
2463046 2158816

The charity inslalled the EPOS system durdng 2009 to facilitate the redigim of gitt undar tha retzil gifi ald schama. Pad of this inveslmant
Is finenced by lease fingncing over a five year parod. E34,641 in finance lzese payments arg due wWithin ons year.

There is & dilepidations provision of £272 751 (2011 E317,312) accounted for under alher craditors. tnha year £188 311 was relegsed
from (he provigien and a fariher £153, 750 was charged.

Thare was defarmad Incoma of £5,494 In tha vear (2011; £21 800}, representing the drop in the year la Incoma for avents which woukd
heve to be repald In the evanl of cancallation.

CREMTORS: amounta falling duwe over one yéar gz 20m
E E
Finance leazes 20,147 54 BRB
Acquisition sredlior - 50040
20,147 104,088
T — E—rr———ar—

The lenma of the aquisitien of Iha Actan for Children shops allow for the paymenl [o be spread over lur annual paymenis, commencing
In 2011,

OTHER FINANCIAL COMMITMENTS

Tha following paymenis are cemmilted bo be paid during the next year ln raspact of opereling feasea;

2012 21 2042 2011
Loases of
land and Laases of land

buildings and bulkings Other Other

£ £ £ E

Expiring within % year 235238 294,470 11,586 14,473
Expiring withln 2.5 years 598,400 519,251 23,153 477
Expirlng aMar 5 years 111,854 163,752 - -
850,335 1077.473 34,748 1 AED

Ths [nllowing payrments are commilted to be paid in ragpact of financa keasas:
2012 2011
Epos Epos
squlpmant aquipment
E

Payabla in 1-2 years 20148 34841
Payabl in 2-5 yaars - 20147
Payabla afler 5 ymars - -
20148 54 588

Thera wera caphal commitmentis of £13,941 et the year end. (2011: £2 510
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ANALYSIS OF FUNDS
Kavemant
Balanze al betwean Incaming RAsoUmes Balanca al
Restricted funda 31 Dec 2011 funds resources axpandad 31 Dec 2012
£ £ E E £
Regsarch 542,706 - A 375 181,203 765,878
Healthesase 6,540 4,809 53,204 [ s 14,424
Sncial care 415 [ 24 908) 42 881 45,054 1433
Fundrakeing - - 5,102 5,702 -
531,661 - 805,82 282,988 BO7 43E
Restricled funda al M December 2042 comprisa: E
Ragearch - Schana Rezearch Fund TERATH
Healihcare - India fand 8,250
Healihcare - Dressings 5E08
Maalihcars - nurees sludy leava fond 2,568
Social Care - Churchill famiky 1,830
Bocial Care - work in Nottinghemshire 1,706
Seclal Cama - hollday and wavel costs Manchesler familiea 1420
Social Care - apos 523
Soclal Care - work in [slay 420
Soclal Care - Wagt Lancashiie aro
Social Core - work in Hingston 363
Boclal Care - Davld Green gerden 09
Soelal Care - wewk fod Tamaeslde families 1ar
Social Care - wik, in Wimgsums and Ferndown 18
T a0t

The Sohana Research Fund hes bean craatad Lo ralsa funds for Recassiva Dystrophic EB research snd clinical tials, inilially restacted
te the atea surnounding stem cell iherapy. The fund has recelvad total natincoma of £385,967 In 204 2 {2011; £B42,706) of which

£154 625 was commltied In 2042 lo daveloping individualsed {herapias tor children with EB, focusing on Recessive Dyatrophic EB. The
tratanca hald in the fund witl be ueed Lo financa new Recesgive Dystraphic EE rasearch projects and clinlcal trials.

Mo fundere hava asked for specific disclosure of thalr granis in the accounts,

Unrastrictad funda

Tha rusiaas havae ransfarmed tha following emounts inte degignated funds during 2012:

Movemant

Balance a1 babwegn Incaming Resources Rafanca at

31 Deg 2011 funds FASOIMCES axpendad 31 Dec 2012

Furnifure and Electtical shops 891,882 - 125,216 400,124 418,774
Meaw heallh and soclzl care projects 168,106 - 242,728 784578 132,264
Rasearch granl round in 2012 113,834 - - 113,824 -
Fyilure rezearch grants - - 830,712 - 850,712
Tolal deskgnated funds 973 gz - 1,318,650 592,538 1,888,742

General fund 1683218 . 19,757 9.470,672 1,832,423
Tatel uniestricled funds 2656 440 - 10530473 10,063,108 IINEATE
E———— |

Tha trustess dezignated £700,00H in 2011 to fund the setup of & number of I3rge Furmture and Efectrical Shops. 1 is anticips ted 1hig
fund will ba spont during 2013 and 2014

CESRA has saved £242,728 during 2012 (2011 £188,106) from {he increased funding fir heallhcara of EB patiants from the NHS. A
deslgrated fund wa3s eatablished in 2011 10 damonsirate tha lustees' commilment to ploughing back all thaga savings into new health
and soclal care prejects, Onguing sevingd conling o ba addad to tha fund and & £150,000 centingency is gl in 1ha svant of future
funding withdrawal. Expendiiura from this fund on new health and soclal care projects totalled £78,573 in 2012. 1Lis anticipaled this fund
will ke spantin the parlod 2013-2015,

The funds held in excess of 1ha slated cash backed reserves podicy hava bean designatad by the Wrustees to be expended on fulurg
resaarch in line wilh (be chertable ohjactives of tha charity, Wis anlicipated this fund wiil ba spant in tha next 1.5 years.
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ANALYSIS OF NET ABSETS BETWEEN FUNDS

Unresiricled Rastiziad 2012
funds funds Tolal
E E E
Fund balances a1 31 Becember 2012 are represenied by:
Flxed azeais o2, 434 - TH2.4M
Curtent assets 4,822 034 BOV 438 5,630,188
Creditors: gmounls falling due withln ona yaar [ 2.483,048) - {24E3,048)
Long tarm ceaditors { 20,147) - [ 20,147)
3132175 87,435 3,539,810
MET CASH INFLOW FROM QPERAYING ACTIVITIES a2
3
Reconcilialion of changes |a resourcas:
Changes In rasources 839,108
[Frofil)loss on dlsposal of fixed asaely { 18,134)
Armiitiselion and dapreclation of fxad azsals { 143,746)
Deciease / (increase) in current aseat lavastmanls { 43,084)
Dracraace / (increass) in atock [ 5ATE)
Decrease ! [inciease) in deblors { 251 055}
{Decreaza) / incraasa in creditors 254,225
lnvastmant incoma recaivabla { 14.2882)
nterest elemenl of fnance lzese renial payments 7 560
5N, TT0
RECONCILIATION OF MET CASH FLOW TO MOVEMENT [N MET FUMDS
2442
£
Increass in cash 513,234
Mal fungs bl 4,078, §85
Mel funda cff LH [
GRANTS TO INSTITUTIONS Tatal Total
012 to date
Research Projects
Univorglty of Qundes
Pra-clinkcal wlals ra application of IRMA tharapy In EB Simplax 84,715 123,103
Establishment of an EB keratinotyte calleclion 55,839 87,007
Pre-chnical assassment of PLK1 Inhibitors 30 450 35 308
1351 604 225 418
Netherlends Cancar Inglitute
Sudying Kindlar Syndrame o an in vive midel system 50,732 54 164
King'a College London
Developing refined sterm-cell theraplas for ROEA f2 M 148 530
Bllzard Mmetitute of Cell and Molscutar Sclence, London
Diszecling the rofa of bazemenl mambrane compenents 57 460 110,173
Inalituty Darmopatico dell'linmacolata, Roma
Wedifying genea in phenotypically discordent siblings with RDEB 43 710 T8 407
University of 3gntfage, Chile
Increasing research capacity 3,337 40 000
Qreal Ormond Elrest Hospltal, London
Ravigw of pain perceptson and managemant 1404 4 200
Guy's Hospital, London
Datermining the molecular basis of £8 54,828 65,792
Mesanchyrmal gtam-call therapy cllnlcal trial 4B 01 48,081
Validated ¢linigal endpaints sudy re EB therapy avaluation . .
§O02 807 113 873

2011
Talal

LY.L R I
4815018
{ 2,158,816)

[ 104,888}
3,240,301

2.0m
¥

1,848,140
{ 32,622)
{221.238)
{ 8,850)

{ 23.482)
45,301

2011

£
1,868,721
2,208 454

Total
project coal

162,805
&7.007
66,118

225,950

H

101,907

l

148,530

|

173,877

g7.344

40 000

|

4, 2010

85,792
33171
97 600
551 403

|
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GRANTE TO INSTITUTIONS (Continusd}

Unlvaraity of Saltzburg
Camblnlng gana-therapy and slem-cell-thasapy for JEB

Unlyarsity of Minnesote
Cavaleping individuallsed Wheraples for children wilh EB

Qther - InGre g% in research pravlssn
- Grani underspands
-Uriused granis writien back at and of project

Total research granis

Research projuci expenditure by ealagory:
- Ganetic regearch

= Cancer rasearch
~ CHnical razearch
- Theoraples

Healtheare Team projects

Greal Qrmond Siraet Hospilal Tor &fck Children
Threa ¢linleal nurese specialists in EG

Guys & St Thamas' Hospliel Londoen
Five adull support nursas

Other - #lizcallangous heallhcare granks
- Seotland
= BirmIngham Children's Hozpital

Total Heallhcura Team granla

CDEBRA Trading Lid

Total Talal
2012 Lo data

/474
{94,012

53] -

417,308 777,763

LEX LT

3,642
{ 6.888)

243,082

417,208

Total
012
E

43,514

130,358
3.155
1,383
33

181,784

Total
prajact cost

212,004

154 825

1,799,880

268 Bar
240.15
24,200

1,247,138
1,789,960

Total
praject coal
E

54,042

164,143
80,653
88,747

3,374

393,959

The prinlpal aclivity of DEBRA Trading Ltd, & company incorporaled [n England and YWales, is Whe sata of pramotional items on betall
of DEBRA. OEBRA has a bonsflclalinterest in 100% of the company's lesuad share capilal ol E2,

Tha campany's rasuis for the period undar raview wera as follows:

Turnower
Met Frofit transferred o OEBRA

MNel assels

2012

E
2Fam
2,706

201

2B 59%
b

During tha year, the cherity charged managemant charges tolatling £7.200 Inciuding WAT (2011; £7 200] o ite subsidlary DEBRA

TeadIng Limited.

Other Ralated Partios

£220,850 was payatle to DEBRA'S medical adviser Professer John MeGralh during the yaar, in rezpect of four resesrch projects
sppravad by the Wustess, with 8 further provigion of £340,050 3z at 31 Decamber 2012

Payments weore mada o two CEBRA ustees, John Tough and Scoll O Sulivan, bor thalr prafesslenal services, See nola B for details.

Paymenl was made lo DEBRA Irefand during the yaar for the employment of Robin Hood, a DEBRA trustee, B3 8 fundraiger. This was
arranged on &n @rms langth bagis and egreed by ihe WUBLEAE In a meeling where Rokin was. absant. See note B for details.







