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MEDICS 4 RARE DISEASES

TRUSTEES' ANNUAL REPORT
FOR THE YEAR ENDED 31 DECEMBER 2023

Tha Trustees presant thelr annual report and finandal statements for the year ended 31 Decamber 2023.

The finandial slalements have been prepared In accordance with the accounting polides sei out [n note 1 1o the
finandcial statements and comply with the Charity's goveming document, the Charifias Act 2011 and "Accounting and
Reporting by Charlties: Statement of Recommended Practice applicable to chanties preparing thelr accounts in
accordance with the Financial Reporling Standard applicabla in the UK and Republic of Ireland (FRS 102)°
{effective 1 January 2019).

Structure, govemanco and management

Trusiees have been appainted to the M4RD board based on thelr experienca, skils and enthusiasm for the wark of
M4RD. M4RD relles on the veoluntary time thatl its Truslees generously provide to advance the purposes of the
charity, The minlmum number of Trusiees is 3 and there Is no maximum number. The requirements to be
considered for the position of Trustee are outlined in the Charlty’s CIO Constitution. Trustes Induction is provided by
the CEQ with input from tha Chalr of Trusteas, This Is camied out remotely. The new Trustee (s provided with a New
Trustes Induction Pack and access to the Charity's documents. M4RD makes usa of readily available online tralning
created by other organisations and provides a POF copy of The Charity Cammission’s documenl "The Essentlal
Trustes'.

The Trustee Board meets quarterty via video conferencing and annually at a face-to-face Strategy Meeting. The
CEO, Dr Lucy McKay, is a founding member of the Charity and has been in the rale of CEO since September 2018.
Lucy Is a key oplnion leader in the rare disease field having had perscnal experience of rare disease and training in
the NHS as a doctor. She reparts to the Trustee Board and is responsible for: implementing the strategy of the
charily, as agreed by the Trustees; managing the staff team; oversight of finances and fundraising; and [dentifying
and assessing strategic risks and opportunities,

The cument M4RD staff team comprises: Jo McPherson (Operations end Finance Manager) responsible far daily
operalions, managing the finances, fundralsing and patient advocacy group lialson; Dr Emma Huskinson
(Commumications Lead) responsible for pubfic relatians, faising with press and wriling medical content; Eleanor
Churchill (Digital Projects Officer) responsible for tha development and delivery of digital projects, e.g. M4RD:
Leam; the Rare Disease Podcast 4 Medics series; and Nadine Jefleries (Project Ceordinator) responsible for
delivering the NHS England confract for The Genomics Education Programme, involving the development of the
rare disease hub and GeNotes.

Lucy, Jo and Emma work parl-time. Beth Eleaner and Nadine work full-ims. Lucy and Nadine work from a hot dask
In an office at the business Analogue Wonderand, High Wycombe (lhe registered address of the Charity). All
remaining stafl work from home and report 1o Lucy who in tum reports to the Chair. Lucy halds weekly 1:1 meetings
with the staff team; Jo and Lucy meet weekly with the Chair.,

The M4RD Board of Trustees continue to contribute generously to the success of the charlty. Two Trustees are GPs
and have been involved in M4RD (in its pravious forms) since 2011, Dr Olivia Hannsh Grant is an International
lacrosse player, but for M4RD she provides Insight into day to day life and leaming needs of being a GP in the NHS.
The Treasurer, Dr Debra Fina, was an Accountant prior to training to become a dodor and this range of experience
Is invaluable ta the role.

At the Strategy Meeting in July 2023 Lindsay Blrre!l was voted in as Chalr of M4RD, replacing Chils France whose
first term was complete. Lindsay’s prior experience working for Metabolic Support UK as CEO has been invaluable
to Lucy and the rest of the Trustee Board. After a vote by remaining Trustees, Chris France retumned to the Board for
his second term &s Trustee. Chris’ background is In sales and he founded a successful ecommerce company, He
played a pivotal role in geiting M4RD's structure established, mentering Lucy end steering the charty in lhe
direction of successhul strategles, Now that M4RD has moved on from its start-up phass and his term had come to
an end, Chiis fell it was time for & new Chair to be appolnied.

Dan Jeffries is M4RD's patient representative but has many skills within IT. His day job of creating online interactive
educaiional software means he is able fo provide bespoke and greally discounted services in the creation and
development of MARD's leaming management system (M4RD: Leam),

The aims and cbjecfives of the 2023 plan drove the decisicn meking during this period,
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TRUSTEES' ANNUAL REPORT (CONTINUED)
FOR THE YEAR ENDED 371 DECEMBER 2023

Tha Board of Trustees and the CEO are responsible for reviewing and updating the Charity’s strategle pfan, This
was mast recently dona at M4RD's Strategy Meeting in July 2023, outlining plans to develop a new growth and
scaling strategy for the charity.

The CEQ uses quartetly Board Meetings to updata the Trustees on the progress being made by the charity and to
ask questions and receive advice, The CEO is largely responsible for making decisions about activities that achiave
the aims and objectives. Largs financlal deddslons (outside of pre-guthorised projects) are taken to the board by the
CEQ to be distussed.

QObjectives and activities

M4RD was reglstered at Companles House as a prdvale company reglstered by guarantee without share caplisl
(Company Number 11119884) on 20th Decamber 2017. It was registered as & charty In England & Wales
{Reglstered Charity Number 1183896) on 20th June 2019, It became a Charitable Incomporated Organisation (ClO)
on 11 July 2022,

Below are the charity’s purposes as sal out in the objects contained in the Charity’s CIO Canstitution:

The company is eslablished for the objeds of the relief of sickniess and preservation of health of those suffering
from rare diseases, throughout the world, by

(a) advandng the education of medics, assodated professionals and the publlc in rere diseases, gensatic and
genomic madicing

(b) promoting research in all areas relating to rare diseases, genelic and genomdc medicne and publishing the
useful results

{c) promoting improved care and treatment of those suffering from rare diseases.

Aims and public benefit

The Charity aims to improve the lives of a certain portian of the public: those living with rare diseases and their
cemmunities, It does this through ralsing awareness of the relevance of rare diseases In medical practica. The
Charity provides education aboul rare disease and appertunities to develop a dinlgan's understanding of this lame
pepulation group In the UK in order Lo better serve it

Reviow:

During 2019 the Board of Trustees worked with the Charity Commission to make sura |t structure, objects and
governing documents were ready for the organisation to be registered as a charity. This required a review of our
purposes 1o make sure they were wholly charitable and benefited the public, In the case of M4RD 'the public’ refers
ia the estimated 3.5 million people in the UK whao suffer from a rare disease - and their conumunitias,

Following guidance from the Charty Commission the Board of Twusiees adapted the company’s original
Memorandum & Artides 1o make sure the wording was suitable for the charty. Subsaquently the Charity’s CIO
Constitution was wsitten to reflect the recommendations from the Charity Gommission, The arganisalion’s objects
ara whally chartable, Any personal benefit arsing is legitimately Inddental.

The Board of Trustees review M4RD's objactives, goals and strategies on an annual basis at the Strategy Meetng.
This is done with reference to guldance contained In the Charity Commissfon's general guldance on public benafit.
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Actlvities:

A rare disease is defined in the UK 45 a condition that affecls fewer than 5 in 20,000 people. Cver 7,000 rare
diseases have been identified which means thal understanding end teaching aboul rare diseases in medical
education is extremely challenging. However this is a challenge that we cannot affiord to avold betauss
approximately 3.5 milion people in the UK have a rare diseasa, So, while each diseasa is individually rare, they are
collectively common.

Of these diseases, 80% are known to be genefic in origin and 70% present exclusively in childhood. Howewver,
desplie this large prevalence (equivalent to all adults In the UK who suffer with asthma), each individual condition
affocts so few pecple that they tend to be overooked and misunderstoed by health professionals, researchers,
education and sodal care providers and the general public. This lack of awareness amongst medical professions Is
particularly devastating and can lead fo extreme diagnostic delay, A person with a rare diseasa will wait on avaraga
4-8 years for an accurate diagnosis. They will see numerous doctors, receive misdisgnoses and polentlally even
inappropnate treatment. This fong and arducus Jouney o a diagnosis has been named "the Diagnostic Odyssey™.

The challenges of having a rane disease do not stop afier getting a diagnosis. Peopla living with completely different
diseases often report the same difficulties in terms of healthcare, sodal care, family Iife, education, work and meatal
health. There are many wonderful charities in the UK that support rare disease patlents depending on their disease
of specific need, Umbrella charifies num successful public awareness campaigns, However, M4RD specificafly
targets an audlence that nobody elsa has been specifically concentrating on but could make the greatest impact on
the diagnostic odyssey and the challenges that follow: medical students and doctors.

By creating & medical profession equipped to suspect, diagnose and manage rare disease we can help peupls
living with rare condlfions have the best cutcomes and reach thelr full potentlal. To do this M4RD Is driving provirding
education and praciical {ocls for medical students and doclors. Without appropriate training, the Idea that rare
diseases are imelevani to clinical practice will continue to contdbute to the dlagnostic odyssey. We remedy this by
presenting the statisfics fo our audience and asking people living with rare conditions to share their storles. M4RD
have developed a new approach to safisfactornily cover the subject of rare disease within undergraduate and
postgraduate medical training. Finally, we're creating our own resources and promoting others’ resources in order to
support medical professionals when they need help on the subject of rare disease.

M4RD provides education oniine evenls, e-leaming, soclal media, via podcast and in person training events,

Wider network:

M4RD collaborates with many umbrella and disease-specific rare disease advocacy groups in order to achleve its
objects. To name a few: Cambrdge Rare Disease Network, Genetic Alllance UK, Rare Revolution Magazine,
Breaking Down Barriers, Rare Community Network, Rareminds, Metabofic Support UK and EDIRA.

WHRD also partners with Beacon to run tha annual ‘Student Voics Prize’ essay competitton and with Tha Royal
Soclety of Medicing to host its snnual symposium The Unusual Suspects’. Both are UK reglstered charifies.

M4RD recelves pro bono suppatt from the health communieations agency, emotiva, The charity also depends on
volunteers lo contribule lo projects and speak at events,

M4RD was alse a feunding organisation of an informal group called Action for Rare Disease Empowerment
{ARDER{), alongsida Cambridge Rare Diseases Network and Rare Revolution Magazine.

In 2023 M4RD expandsd iis connections within medical education to working with The Genpomics Education
Programme in earfy 2023 fo update and expand the confent on its Rare Diseass Educalion Hub webpage. M4RD
ana now working to provide other content for the webslte and for GeNoles.

Alongside RDIG Wales, University of Cardiff and The University of Oxford, M4RD submitied a bid for funding by
Lifefre for & Trapslational Research Centrs for Rarme Diseass. M4RD contributed to designing & new service for
assessing and supporting peopls with rare conditions in health, secial care, education and employment via a hybrid
digital and face-to-face enhanced package of care.

With support from one of its Pariners, MARD has been working with the company Medics Academy to create Rare
Disease 101 fraining for Foundation Programms dociors.

X
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M4RD collaborated with Medscape to interpret and publish a study of the awareness and leaming needs of nearly
1000 dinidans in the US and (whatl was) EUS,

Declaration of Payment to Trustes

In 2023 Dan Jeffies was paid £900,00 in tota) to further develop M4RD's leaming management system, 'W4RD;
Leam’ and to creats an additional Mental Health module. Payments lo Trustees for services are allowed by the
charity’s govemning document provided conditions In sub-clause 6.2 are satisfied. These conditions were salisfied
and he Board of Trustess (excluding Dan Jeffries) decided that hiring Dan Jeffrias for this specific service was in
the best Interest of the charity given his [n depth knowledge of the charity, his personal experience of living with two
rare diseasas and his professional experienca in this araa,

Achlevements and performance

Chalr comments

2023 has been a year of reflection on the charity’s progress so far, from it's starl up reots whare g small team toock
an [dea In 2018 and put it to the test, through to now belng considered by stakeholders such as PAGs, education
establishments, Department of Health and Social Care as being an important voice that can help shape and deliver
education and suppart to Healthcare Professionals (HPCs), therefore Improving cutcomes for thase Bving with rare
conditions.

In a network of hundreds of patient advocacy groups and treilblazing rare disease spedfic charfies, M4RD has
created a space fo unlquely advocate for an innovative way to deliver education to HCPs Improving the rare disease
experience for all patients regardless of their spedfic condition.

The netion that HCPs cannot possibly know how to [dentify and manage all 7000 specific rare diseases has driven
the evoluticn of an Idea thal by areating and delivering education that places certaln unchanglng principles al tha
heart of HCP practice they can be better equipped to support those with rare diseases.

Through its key activites of online education, advocacy and a flourishing Ambassador Programme, M4RD has
begun helping HCPs ba more effective in a way that will allow Individuals with a rare conditlon to be ldentified,
diagnosed, access the right heafthcane and support, engage with systems and have better cutcomes.

The Trustess and staff team befieva in the vision mara than ever having seen this proof of concept produce
evidence and data to give canfidence that iis wark is having an impact where it was infended, We believe that with a
new strategy in 2024, focussed resources, growth of income and the passion and expertise of the team, the charity
can grow in the sector and ba a key deliverer of education helplng to cgeate a new wave of HCPs who are better
supperied provida care for those living with rare conditions.

We have looked at tha chanty’s progress and futura direction in the context of the changes and challenges in policy
and healthcare environments in which we operate in the UK and are commitied to creating solutions based on muttl
stakeholder perspeclives such as patients, HCPs, policy makers and sducation providers.

In addition the charity has extended its global reach glving us eary indication that this approach to education could
be taken worldwide.

The Board of Trustees would ke to thank Lucy, Jo, Nadine, Eleanor and Emma for embracing ihis year of
challenge and reflection. They have been crtical in developlng a new ambitious strategy which will be launched In
2024. Without their open mindsdnass and curosity this new strategy with is remendous potential could not have
been possible, | am exdted about the year ahead.

My personal highlights from 2023 include The Unusual Suspecis at The Royal Sodety of Medidne which gave
inslght into how M4RDs enline education has [mproved HCP care and patient exparienca In areas such as mental
health, It also demonsirated how through the growth of its Ambassador Programme more professionals are wordng
in & new way to improve outcomes for those living with rare diseasas,




MEDICS 4 RARE DISEASES

TRUSTEES' ANNUAL REPORT (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

The maln aims of 2023 were:

Host the 10th ennual symposium with the The Royal Sodely of Medicng The Unusual Suspecis: mare
disease in everyday medicine’ - achieved on 15th February,

» Run M4RD's first structured awareness campaign for Rare Dissase Day on 28th February - completed.
« Expand the online learming platform, M4RD: Leam. Mental Health and Rare Diseass was launched in 2023,

Collaborate with the Rare Diseasa Nursa Network to author, design create and publish a nursing specific
version of Rare Diseasa 101 lo be hosled on M4RD: Leam platform - Due to events cuiside of M4RD's
contro] we have unfortunately not been able to complets this project and funds were directed info a bigger
mental health course Instead. As we now have a specalist nurse on the Ambassador Programme, we will
be taking this project into 2024 working alongside the Global Rare Diseass Nurse Network,

» Undergraduatle education: conlinue conversations with Medical Schools aboul Rarg Diseass 101 education
- compleled and ongoing.

» Postgraduate training: confinue providing Rare Disease 101 tralning to doctors, especially within GF,
Paediatrics and Emergency Medicine - compteted and ongoing.

» Create 'Rare Disease In Primary Care’- a model guideline - Dr Hannah Grant researched and wrote a Rare
Disease summary for Primary Care which has had Interest from a famous Primary Care education provider
for publication a8s a 'Red Whale Pearf, Thasa are free written resources that am shared each week
covering key primary care lopics.

» Collec! dafa on medical student understanding ebout rare disease and thelr leaming needs via the UK
RISE profect - this study was completed, has been writen up &nd will soon be submitled for publication in a
medigal Joumal.

» Represent M4RD In public affalrs engagement with The Department of Heatth and Soclal Care end its
delivery pariners - M4RD has been working with the public affairs company, Denton’s Global Advisors, on
upskilling the team and devetoping a PA stralegy. This has contributed greatly to developing M4RD's new
strategy and plans for 2024. Lucy continues to be & member of The UK Rare Diseases Framework Forum,
Including the Quality Standards Independent Advisory Group,

The Unuscal Suspects: Rare disease In overyday medlcine 2023
Tha event in 2023 focussed on mentsl wellbeing in rare diseases and was held in a hybrid format this year in
association with the Medical Genetics Section of the Royal Soclety of Medicne.

278 participanis registered for the event with 55 people atlending In perscn and 103 Jolnlng us online. The
recording has also been watched ondemand by those who couldn't make it on the day. Afull report from the event
[s available here, Before this meeting, only 43% of participants were aware that 3.5 million people in the UK (1 in
17) are affected by a rare disease in their [fatimel

*it changed my percapiion an rare diseases and actually furthered my interest In it, hoping that 1 could specialisa in
a toplc like that for medicine.”

*As a medical student, | found the webinar very insightful. We have limifed teaching on rare diseases, so | would
recommend atfending future webinars, to my peers.”

Many thanks to the RSM Medical Genetics Section for suppording us with our even! and allowing us to use their
prestigious platform.
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Rare Disgase Day

M4RD's # ShowYourStripes for # RareDiseaseDay’ campaign 2023 was M4RD's firsl ever Rare Diseass Day
campalgn. Cur message was lighthearled and straight forward, targeting healthcare professionals; asking them fo
show their support for peopla with rare conditions by wearing stripey socks for Rare Disease Dayl Wa did a hugs
mail-out of eye-catching, shiny red, branded envelopes (that could not be overlooked!) and posted to key targsts,
Wa included zebra stripe socks togelher with a branded pin, and leaflets and posters with our key messages. We
ran a full soclal media campalgn alongside, to drive the messaging and maintzin momentum in the weeks leading
up to the big day. Our # ShowYourStripes gallery [s a heartening demonstration of haw far and wide the messags
reached.

Ini tatal 73 parcels wers sent, and 342 people got Involved with the campalgn. 203 photos wera shared which either
tagged us @medicsdrarediseases or used the hashtag # showyourstripes.

Soma neotable large accounts shared their particpation e.g. Sargh Jaris who has 36K followers. Her #
showyourstripes post gained 287 likes and 43 re-tweets. Baroness Nicola Blackwood shared a picture of her socks
on show In The House of Lords, to her account of 17.2K followers, Genamics England, the BIU Southampton and
Cambridge University Hospitals and Queen Mary University of London also joined in!

The campaign reached muitiple countries around the world, induding the US, Australia and even Kazakhstan.

MARD: Leam

The new online course, ‘Mental Health and Rare Diseass’ was launched in July in collaboration with Rareminds,
consisting of 8 interadiive [essons each focusing on a different toplc refated fo the challenges that [iving with a rare
disease poses to a person’s mental heatth, This course forms part of M4RD: Leam platform and complements
M4RD's existing ‘Rare Disease 101' cowrse. As with all of M4RD's [eaming content, thls course has been
devetoped with peaple with reaHived experience at the core. Lessons indude novel scenarios and specific
challenges such as the presence of an inheritable or genefic condiion and the tmpact it has on patients and
familles. Thers are practicel tips on how to batter communicate about mental health, with patients and carers. It also
Includes steps that medics can teke to maintain thelr own mental health whilst supporting the mental heakh of
others. The course has 127 participants and has caught the attention of stakeholders as a first eitempt to deliver
this kind of training.

As of the end of 2023, M4RD: Leam has 1000 users and its material Is being usad to Inform rescurces for other
healthcare educalors.

M4RD Ambassadom Programme

In July, 12 ambassadors attended our first ever F2F meeting in London! Patient advocates, medical students and
clinicians from all over the UK, came togather to celebrate the end of their first academic year an the programme
and to share stories and experences, engaging and insplring each other,

“Tha ambassador day really was belter than | ever expected. | left feeling like | had a whofe new sensa of purposa
and importance [o cany the ethos of M4RD in my clinical work as a medical student and then as a doclor. | really
enjoyed &l the speeches and hesring the ambassadors discuss their work over the past year. It was great to hear
from gvaryonal”

In September we welcomed 25 new ambassadars ta the programme and M4RD now has 39 ambassadors made up
of 16 dlinidans, 12 medical students and 11 patient advocates. This year we welcomed an Anasthatist, Speech &
Lenguags Theraplst, Geneticlst and Clinlcal Nurse Speclalist onto the clfinical programms, and our increased
number of medical students enablas us fo access medical schools In the UK.

During 2023, following completion of Train The Trainer, our medical student and dinical ambassadors deliverad
Rare 101 training in more than 6 settings across the UK.,

Jo McPherson runs the ambassador programme, maintaining regular contact throughout the academlc year with
online ‘brew’ sessions, Train The Trainer sessions, an enline forum on MARD Leam and a WhatsApp group.

Tha M4RD {eam would like to thank all the Ambassadors for playing such a pivetal role in enabling M4RD to work
with tha wider rare dlsease community and making sure that the patient volce Is heard through our work,
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Madical Student placements

M4RD took on Lottie Mercer, a 4th year medical student at The University of Soulhampton, In April for 2 weeks,
Dusing this tme Lolie reviewed our Mental Health Moduls, and spoke with Sarah Wynn, CEO of Unique, and
Angela Comwall, founder of Diamond Blackfan Anaemia. In Lotlle’s hlog, one of the main things she leamt was the
power of fistening.

Quole from Lottie: “A big thank you to M4RD, who have welcomed me onto their team for the past coupls of weeks
as part of my final year elective placement. It was greal fo have tho opportunity to meet people from some of the
patient advocacy groups they work with, and fo hear about their axperisnces and interactions with heallhcare
professionsls, as well 8s gaining soms exposure to public affairs and rare disgase policy making. During this
placament, | elso began {o recognise and appreciate the complex interplay between mental and physical health,
and reflact upon how ! can suppert the mental health of people living with rare disaases onoa | starf work as a junfor
doctor.”

Undergraduata Rare Disease 101 Tralning
Undergraduate tralning evenis for medical students were hald at Cambridge, Barts & The London, Dundee,
Glasgow Universities. Lucy also spoke at the Annual Students for Global Health Conference.

Postgraduate Rare Disease 101 Training

6 GP Trelnlng events held across England and Wales,
3 Foundation Year Training events in England.

T Paediatrlc Tralning Events.

1 Pharmacy Training Event.

M4RD had an exhibition table at the East Genormnics Medicine Showcase speaking 1o posigradusates working within
the NHS.

UK Rare Diseases Framework

M4RD confinues to ba represented by Lucy on The UK Rars Diseases Framework Forum which provides expertiss
to the UK Implementation Group and The Department of Health and Social Care, Lucy has been working with an
off-shoot of this group that is working with NICE to design Quality Standards for rare disease for the first ime.

It is thanks to this Forum that M4RD has been collaborating with The Genondes Education Programme (part of NHS
England) to create rare disease resources for the website and for GeNotes, GeNoles provides quick, concise
information to help healthcare professionals make tha right genomic dedisions at each siaga of a dinical pathway.
MedicsdRaraDisenses was mentioned In the England Action Plan for Rare Diseases published on Rare Disease
Day 2023,

The Rare Disease Podcast 4 Madics

By the end of 2023 the podcast had hit 8689 downloads and 48 episodes of the podcast have now been published,
Season 5's episeda, "ALK Paositive Lung Cancer and Ma' with Debra Manisgue, has had 163 downleads and is so
far our sbdh most listened to podcast ever.

"From Melboume to Manchester - a clinical trials story’ received 135 downloads in the first 7 days making It into the
top 25% of podcast episodes on Buzzsprout.

Total global dowrload distribution; 5,755 downloads In Europe, 2238 downloads In North America, 318 downloads in
Asla, 44 In Africa, 321 In Oceanla and 21 downloads in South Americs,
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The Student Volce Prize 2023
M4RD works in a 50:50 parnership with Beacon to producs the annual Student Volce Priza.

Following the success of the 2022 SVP, MARD and Beacon co-hosled an online student event on Rare Disease Day
2023 ‘Beyond the Student Voice Prize’ . The theme of the evening was to highlight the wide range of opportunities
available through a career focused on rare disease and the sxciting further epportunities available from individuals
Invelved in various aspects of rare disease. The event was attended by 28 participants,

In Odeber 2023 the SVP launched lor its 10th year, spensored by the global medical communications company
Emotive. The questions focussed on communication and Inclusivity in rare disease. We recelved 100 entries and
palred €9 of thesa students with patients through the pairdng schems,

English was not the native language for 27 of the students who submitled essays,
Essays submitted fram 18 differen! counties. In comparison to 2022 thera was a 48% increass in the number of
essays entered and a 46% Increase in essays submitted by students who took part in the patient paling scheme.

RISE UK survey

We are in the process of wiiting up and submitting the results from The UK RISE Survey executed in collaboration
with Dr Duncan Cole at University of Cardifi, We had 257 responses from 32 medical schools all over the UK {all 4
nations). Resuits clearly show there is mom for improvement in rare disease educstion within medical
undergraduate programs. Some of the unpublished findings show that the majority of respondents rated thelr
understanding of rare diseases as Tow’ and wers digsatisfied with the exdent of rare diseass education they had
received. This was reflected in thelr awareness of rare diseases and their understanding of the prevalence and
impact of these canditions within the UK. We look forward to publishing the paper o a medical journsl for peer
review In 2024,

Finariclal Position

The budget for this finandlal year was decided based on the goals we set out to achieve In 2023 which reflect the
M4RD strategy. We set out to fundraise £247k in order to fund aclivities for 2023, In total £214k of funding was
secured through sponsorship and donations.

Total funds camded forward is £02 995, The final cash position is £79,270,
£11,000 of which Is kept in & savings accaunt as per tha chanity’s Reserves Policy.

Princlpal Funding Sources

The principal funding sources for this period were sponsorship and donatlons from commendal companies,
incdluding pharmracsulical companies. These were: Alexdon Therapeutics, Alnylam, Amicus Therapeutics, BioCryst,
Bionical Emas, Chlesl, Gllead, Kyowa Kirn, Qrchard Therapeutics, PTC Therapeutlcs, Sanofi, SOBI, Takeda UK
and UCB. Charilable grants were also received from the Kennath Hargresves Trust, RKT Charitabla Trust, the
Fomester Family Trust and Souter Charitable Trust.

Resarves Policy and Review

The Reserves Policy was put in place by The Board of Trustees in 2019. Reserves are 1o be maintained at a level
whicly ensures that the charity's core activity could continue during a 3 month periad of unforeseen financial difficulty
during which funding Is to be secured. If funding Is not secured then this is followed by a 3 month period in which
the organisation could be dissclved with all cutstanding deb! setffed. The Board of Trustaes have sat a minimum of
£11,000 to be held in the chanty's reserves,

Financlal Rlsk

The staff team and Trustees can all work from home or remotely in an appropriats location so tha charity dossn't
own property or have a long term rental contract, M4RD's biggest finandial commitment is staff. The majority of the
charity's work is done 'In house® or provided to M4RD on a pro beno basls therefore extemal contracts for servicas
are kepl to & minimurm,

MARD continues to bank with CAF Bank which aflows 8 good level of financial oversight by the Treasurer and other
Trustees. All the Trustees have access to the online banking system and all payments require 2-person
authorisation. -




MEDICS 4 RARE DISEASES

TRUSTEES' ANNUAL REPORT (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

The maln financial risk, as atways, Is if funding Is nol secured. In previous years M4RD has relied predominantly on
commercial denations and sponsorship. Howsver during 2022 the charity starled diversifying funding avenues in
order to reduce risk from losing sponsors by identifying grantmakers that M4RD could apply to for charitable
funding. £6k was secured in charilable domations during 2022 following successful applications and further
opporiunities are being explored.

Tha Trustees also have procedures to alerf them early on to a finandal shor-fall and to act appropriately depending
on the situatien. This includes a Reservas Policy and altemative annua) budgets to follov based on actia! incoma
vs requested income. In 2023 M4RD met s fundralsing target,

Pians for futuro perlods

In 2024 M4RD aims to define its next 5 years of strategy. It will nesd to scale in order to kesp up with demand for
delivery of Rare Diseasa 101 and provision of expert advice, By the end of 2024 M4RD will have launched its next
phasa of strategy.

Organisational plans:
« Recruit an Operations & Financa Manager (Jo McPherson will then focus on Partnerships and Fundraising
of her cumrent role)
« Recruit a Training Pregrammes Manager.
« Review the make up of tha Trustees Board and recruit Trustees based on skill gaps

Future funding:

At the end of 2023 M4RD sent oul funding applications to companies lnvolved In the rare diseasa field, explaining
the charity’s 2024 work programme Including the estimated costs mvolved. In total M4RD plans 1o ralse £372K 1o
achleve Its aims and objectives for 2024, £50K has been carded over from 2023 and the remainder will be ralsed by
reaching out to estzblished funding sources, newly identified grant ghvers and exploring philanthrapic opportunities..

Evants after the end of the reporting perdod
Particulars of events after the reporting date are detailed in note 20 lo the financial statements.

Small company provislons
This report has been prepared In accordance with the provisions applicable to companies entified to the small

cempanles exempfon, .

iSI1124
The irustess’ annual report was approved an and slgned on behslf of the board of trustees by:
Mrs L, Bimrell

Trustee and Chalir




MEDICS 4 RARE DISEASES

STATEMENT OF TRUSTEES' ANNUAL RESPONSIBILITIES
FOR THE YEAR ENDED 31 DECEMBER 2023

The Trustees are respansihla for preparing the Trustess' Annual Report and the financlal siatements in accordance
wilh eppficable law and United Kingdom Accounting Standards (United Kingdom Generally Accepled Accounting
Practice).

The law applicable lo charitles in England and Wales requires the Trustees to prepare finandal statements for each
financial year which give a trus and fair view of the state of affairs of the Charity and of the Incoming resources and
spplication of resaurces of the Charty for that year,

In preparing these finandal statements, the Trustees are required lo;

- select sultable accounting polldes and than apply them consfstently;

- observe the methods and principles in the Charties SORP;

- meke Judgemenis and estimates that are reasonable and prudent;

- state whether applicable accounting standards have been followed, subject to any materal departures disdosed
and explained in the finandial statements; and

- prepare the financial statements on the going concem basis unless it Is inapproprzte to presume thai the charity
will continue In operation,

The Trustees are responsible for keeping suffident accounting records that disclose with reasonable accuracy at
any tme the finandsal position of the Charity and enable them to ensure that the financial statements comply with
the Charitles Act 2011, the Charity {Accounts and Repbrts) Regulations 2008 and the provisions of the trust deed.
They are also responsible for safeguarding the assels of tha Charity and henca for taking reasonabls steps for the
prevention and detection of fraud and other meqularities.

The trustees' annual reporl was 8pProved O ... ceeneeeicsrecesacies and signed on behialf of the board eof trustees by:

Mrs L Birrell
Trustes

Date; 15'0—}' ?"_L’L'
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MEDICS 4 RARE DISEASES

INDEPENDENT EXAMINER'S REPORT
TO THE TRUSTEES OF MEDICS 4 RARE DISEASES

| report to the Trustees on my examingtion of the finandal stalements of Medics 4 Rare Diseases (the Charity} for
the year ended 31 December 2023,

Respensibilities and basis of report
As the Trustees of the Charily you are responsible for the praparation of the finandal stalemesnts in accordance with
the requirements of tha Charities Acd 2011 (the 2011 Act).

1 report in respect of my examination of the Charily’s financial stalements camled out under seclion 145 of the 2011
Adt, In camrying out my examination | have followed all the applicable Directlons given by the Charlty Commisslon
undsr section 145(5){h) of the 2011 Ad.

Independent examiner's statement

Your attention {s drawn to the fact thal the charity has prepared finandal stalements in accordanca with Accounting
and Reporting by Charities preparing thelr accounts in accerdance with the Finandal Reporting Standard applicable
in the UK and Republic of Ireland (FRS 102) in preferenca ta the Accotnting and Reporting by Charlties: Statement
of Recommended Practica issued on 1 April 2005 which {s referred o in the extant regulations but has now been
withdraam.

| understand that this has been done in arder for finandial statements to provide a true and falr view in eccordance
with Genenally Accepted Accounting Practice effeclive for reporting periods beginning on or after 4 January 2015.

| have completed my examination. | confirm that ne matters have come 1o my sattention in connection with the
examination giving me cause fo ballave that in any materal respect:

1 sccounting records were not kept in respect of the Charity as required by section 130 of the 2011 Act; or

2  the financlal statements do not accord with those records; or

3 the financlal stalements do not comply with the applicable requirements conceming the form and content of
accaunts sef out in the Charities (Accounts and Reports) Regulations 2008 other than any requirement that the
accounts give a true and fair view which Is not a matier considered as part of an Independent examination.

| have no concems and have come across no other matters in connection with the examination to which attention
should be drawn In this report In order to enable a proper understanding of the finandial statements io be reached.

Samir Shah ATIl, FCA
5KS Raman Les

93 Tabemade Street
London

EC2A48A

Datea: 1 2/07/2024

-11-




MEDICS 4 RARE DISEASES

STATEMENT OF FINANCIAL ACTIVITIES

INCLUDING INCOME AND EXPENDITURE ACCOUNT

FOR THE YEAR ENDED 31 DECEMBER 2023

Unrestricted Restricted Total Unrestricted Restricted Total
funds funds funds funds
2023 2023 2023 2022 2022 2022
Nates £ £ £ £ £ £
Income from:
Donations and legacdles 3 79,867 - 79,867 30,083 2,500 32,583
Sponsorships 4 164,000 15,000 179,000 105,000 10,000 115,000
Investments 5 770 - 770 100 - 100
Tatal income 244 637 15,000 259,637 135,183 12,500 147,883
Expenditure on:
Charitabla adivilles & 223107 5,745 228,852 132,627 5425 138,052
Net income for the year/
Met movement in funds 21,530 9255 30,785 2,556 7.075 9,631
Fund balances at 1 January
2023 55,134 7,075 82,209 52,578 - 52,578
Fund balances at 31
Decembar 2023 76,664 16,330 92,994 55,134 7,075 62,209

The statement of finanelal activities indudes all galns and losses recagnised in the year.

The statement of finandal activities indudes all gains and losses recognised in the year. All incame and axpenditure

derlve from continulng aclivities.

The statement of financia! activities also complies with the requiremants for an income and expenditure account

under the Charitles Act 2011,

«12-



MEDICS 4 RARE DISEASES |

BALANCE SHEET
AS AT 31 DECEMBER 2023
2023 2022
Notes 3 £ E £
Flixed assets
Intangible assats 13 2,280 2,290
Tangible assets 14 2,284 2,658
4 584 4,848
Current assets '
Dehtors 18 18,925 5,405
Cash at bank and in hand 79,269 §7,767
08,194 83,192
Creditors: amounts falling due within
ona yaar 16 (9,784) (5,931)
Net current asssts 88,410 57,261
Total assats less current labilitles 82,994 62,209
Income funds
Restricted funds 17 16,330 7,075
Unrestricied funds 76,664 55,134
52,994 62,209

The company Is entitled to the exemption from the audit requirement contalned in section 142(2) of Charitles Act
2011, for the year ended 31 Decamber 2023. The accounts have been examined by an independent axaminer and
thelr report have been included In these financial statements,

The directors acknowledge thelr responsibilitas for complying with the requirements of the Charities Act 2011 with
respect to accounting records and the preparation of finandal statements,

The finanda! statements were approved by the Trustees on [S'o_) ' Z-L',
4

LA

Mrs L Blrell
Trustee and Chalr

-13-



MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS
FOR THE YEAR ENDED 31 DECEMBER 2023

11

1.2

1.3

Accounting policies

Charity Informatlon

Medics 4 Rare Diseases is a public benefit entity and a private company limited by guaraniee, registered in
England and Wales and a registered charity in England and Walas, The address of the registered office is Unit
12 Treadaway Technical Centre, Treadaway Hill, Loudwater, High Wycombe, HP10 9RS.

Accounting conventlion

The financial statements have been prepared on the historical cost basis, as modified by the revaluation of
certain financial assets and [iabilities and investment properties measurad at fair valua through income or
expenditure.

The financial statements are prepared in sterling, which is the functional currency of the entliy.

Statsment of compllance

These financial staiernents have been prepared in compliance with FRS 102, "The Financlal Reporting
Standard applicable In the UK and the Repubfic of Ireland’, the Statement of Recommended Practios
applicable o charities preparing their accounts in accordance with the Finandal Reperting Standard
applicable in the UK and Republic of Ireland (FRS 102} {Charities SORP (FRS 102)) and the Companles Acl
20086,

Golng concem
There are no matarial uncertaintfes about the charity’s ability ta continue,

Charitable funds

Unrestrictad funds are available for use at the discretion of the Trustees in furtherance of their charitablg
ochjectives.

Designated funds are uprestriced funds earmarked by the trustees for parfleular future project or
cormrmitment.

Raslricled funds Bre subjecled o restictions on thelr expenditure dedlared by the donor or through the lemms
of an appeal, and fall into one of two sub-dasses: restricted income funds or endowment funds,

-14 -



MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

1.4

18

1.6

Accounting policles {Contlnuad)

Income
All incoming resowrces are jnciuded In the statement of finandal adlivities when entitlement has passed to the
charity; it s probable that the economic benafits associated with the transaction will flow to the charity and e
smount can be reliably measured. The following spedcific policies are applied to paricular categeries of
mcome:

» income from donations or grants is recognised when there is evidencs of entitement to the gift,
recalpt is probable and Hs amount can be measured relisbhy,

- legacy Income is recognised when recelpt Is probable and entitlement Is established,

« Income from donated goods Is measured at the fair value of the goods unless this is impractical to
measuna reliably, in which case the valua is derfived from the cost to the donor or the estimated resala
value. Donated fadlitles and services are recognised n the accounts when recelved if the value can
be relably measured. Ne amounis are included for the contribution of general volunteers.

« income from contracts for the supply of senvices is recognised with the delivery of the contracied
service, This is classifled as unrastricted funds unless there is a contractual requirement for it to be
spen! on a parficular purpose and returmed if unspent, in which case it may be regarded as restricled.

Expanditure

Exponditure s recognised on an sceruals basis as a liability is incurred. Expenditure includes any VAT which
cannot be fully recovered, and Is dassifled under headings of the statement of finandial acihdttes to which It
relates:

= expenditure on raising funds indudes the costs of all fundraising activities, events, non-charitable
rading activities, and the sals of donated goods,

« expenditure on charitable activittes includes all costs incumed by a chanity in undertaking aciivities
that further its charitable alms for the benefit of its benaficiaries, induding those supporn ecosts and
costs relating to the govemance of the charity apportioned lo chartabls actlvitles.

= other expendlture includes all expenditure that Is neither related to raising funds for the charlty nor
part of its expenditurs on charitable activities,

All costs are allocated to expenditure categories reflecting tha usa of the resource. Direct costs attibutable to
a single activity are allocaled directly to that activity, Shared costs are apportioned between the activities they
contribute fo on a reasonahble, justifiable and consistent basis.

Intangible fixed assets other than goodwill

intangible assst acquired on account of registration of trademark & logo is recogonised at cost incued on
filling the patent with the competént authority,

There is no Amortisation charged for intangible acquired on account of registration of trademark & Logo. The
camying value, however will be reviewed at each Balance sheet date. If an enlity determines that one of its
tradamarks 13 worth less than it was a year ago, the valua of (he intangible asset must be impaired. ¥hen an
mpaimméent occurs, the value of the asset must be decreased to its cumen! market valus. The differenca
between the cument value of the trademark and its former value must be recorded as a finandal loss.

-15-



MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

1.8

1140

Accountlng pollcles {Continued)

Tangible fixed asssts

Tangible asseis are inifially recorded al cost, and subsequently slated at cost less any accumulaled
deprediation and impairment losses. Any tangible assets carred at revalued amounts are recorded al the fair
velue at the date of revaluation less any subsequent accumulated depredation end subsequent accumulated
impalrment losses.

An [ncreasa In the camying amount of an assef as a resuit of a revaluation, is recognised In other recognised
galns and losses, unless it reverses a charge for impalmment that has previously besn recognlsed as
expenditurz within the statement of financial acliviies. A decrease In the camying amount of an asset as a
result of revaluation, Is recognised in other recognised gains and lossas, except to which It offsets any
previcus revaluation gain, In which case tha loss is shawn within olher recognised gains and losses on the
statement of finandal activities.

Depreciation Is recagnised so as lo wiite off the cost or valuation of assets less their ras/dual values aver their
useful Bves on the following bases:

Computers 25% Reducing Balance method

The gein or loss arsing on the disposal of n asset is detemined ag the differencs between the sale proceeds
and the camying valua of the ssset, and is recognised in the slatement of finandial activities.

Impalrmeont of fixed asseis

A raview for indicators of impairment is carried out a1 each reporting date, with the recoverable amount belng
estimated where such Indicators exdst. Where the camylng value exceeds the recaverable amount, the asset s
impaired accordingly. Prior impainments are also reviewed for possible reversal at each reporting dafe.

For the purposes of impaimment testing, when it is not possible to estimata the recoverable amount of an
Individual asset, an estimate [s mada of the recoverable amount of the cash-generating unlt to which the asset
belongs. The cashgenerating unit Is the smallest identifiabla proup of asssts that indludes tha assat and
generatas cash Inflows that largely Independent of the cash inflows from other assels or groups of assels.

Cash and cash equlvalents

Cash and cash equivalents indude cash In hand, deposits held at call with banks, other short-term liquid
Investments with original maturities of three months or less, and bank overdrafls, Bank overdrafts are shown
within bormowings in current fiabilities.

Finrancial Instruments
Afinandal asset or a financial Labilty /s recognised only when the charily becomes a party to the contractual
provisions of tha instrument.

Basic financial instrements are Injtially recognised at the amount receivable or payable induding any related
transaction costs,

Current essats and cument liabilities are subsequently measurad at the cash or other consideration expacied
to be pald or received and not discounted.

Debt instruments are subsaquently measured at amortised cost,
Whera invesiments in shares are publicly traded or their fair value can otherwise be measurad refiably, the

investment is subsequently measured at fair value with changes In fair value recognised in incoms and
expenditure. All other such Investments are subsequently measiured al cost less impairment.

-16-



MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

1.11

1.12

Accouniing pollcles (Continuad)

Other financial Instruments, including derfvatives, are inltially recognised at fair value, unless payment for an
assel is defermred boyond nommal business terms or financed at a rate of interast that is not o market rate, in
which case the asset is measured at the present value of the future payments discounted at a market rate of
interest for a similar debt instturment.

Other fingnclal nstnrments are subsequently measured at fair value, with any changes recognised in the
statement of financial activitles, with the exception of hedging Instruments In a deslgnated hedging
relationship.

Financial assets that are measured at cost or amortised cost are reviewed for objective evidencs of
Impalment at the end of each repodting date. If thers [s objectiva evidenca of impaimment, an Impalment loss
is recognised umder the sppropriale heading in the statement of finandal activities in which the Initial gain was
recognised.

For all equity [nstruments regardless of slgnificance, and other financial assets that are individually significant,
these are assessed individually for impairment. Other financial assels are either assessed individually or
grouped on tha basls of simPar cradit risk characferisties.

Any reversals of Impairment are recognlsed Immediately, to the exient that the reversal does not result In a
carrying amount of the financial asset thal exceeds

Basfc financial assets

Basic finandal assets, which include deblors end cash and bank balances, are Inflally measured at
ansaction price Including transaction costs and are subsaguently carried at amodtised cost using the sffective
interast methed unless the amangement consiiutes g financng trangsaction, where the transaciion Is
measured al the present value of the future receipts discounted at a market rate of Interest, Finandal assets
classified as recelvable within one year are not amortised.

Basic financial liabllities

Basic finandal liabllities, induding creditors and bank Joans are Inftially recognised st ransaction price unless
the erangement constitutes a finandng transaction, where tha debt instrument is measured at the present
value of the future payments discounted at a market rate of interest. Financial iabllities dassifled as payable
within one year are not amordisad.

Debt‘inshuments are subsequently carried at amortised cost, using the affective interest rate method.

Trade creditors are obligations to pay for goods or services that have been acquired in the ordinary course of
operations from suppliers. Amounis payable are classifled as current Gabllitles i payment is due within one
year or less. It nol, they are presented as non-current fabilites, Trade aedilors are recognised initially at
transaction price and subsequently measured at emortised cost uslng the effective Interest method.

Derecognitfon of financial llabilities

Financial liabiliies are derecognised when the Charity’s contractual obligations explre or are discharged or
cancslled.

Employee benefits

The eost of any unusad holiday entitternent [s recognised In the perled In which tha employes’s services are
received,

Termination benefits are recognised immediately as an sxpanse when the Charity is demonstrably commitled
ta terminate the employment of an employee or to provide lermination benefits,

Rellrement benefits
Payments to defined contribution retirement benefit schemes are charged as an expense as they fall due.

-17-




MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

1.13

1.14

1.45

Accounting policies {Continued)

Fund accounting
Unrestricted funds are available for use al the discretion of the trustees lo further any of the charily's
purposes,

Designated funds sre unresticted funds earmarked by the tuslees for paricular fiture project or
commitment.

Rastricted funds are subjected to restrictions on their expenditure dedared by the donor ar through the terms
of an eppezl, and fall into ona of two sub-classas: restricisd Income funds or endowmsnt funds,

Dafined contributlon plans

Contributions to defined contribution plans are recogrised as an expenss in the perod in which the related
service [s provided. Prepald contributlens are recognised as an asset to the extent that the prepaymant will
lead {o a reduction in future payments or a cash refund,

When conlributions are not expected fo be settled wholly within 12 months of the end of the reporting date in
which the employees render the related sendee, the Labilily Is measured on a discounted presant value basis,
The unwinding of the discount is recognised as an expenss in tha period in which it arises.

Limited by guarantes
Medics 4 Rare Disease Ltd Is a company limited by guarantee and accordingly does not have a share capital,

Evary member of the company undertakes to contribute such amount as may be required not exceeding £1 to
the assets of the charitable company In the event of its belng wound up while he or she is @ member, or within
ane year agfter he or she ceases lo be a member,

Critlcal sccounting estimates and judgements

In the application of the Charity's accounting polides, the Trustees are required o make judgements,
estimates and assumptions about the camying emount of assets and Labilities that are not readily apparent
from other sourcas. The estimates and associaled assumplions are based on historical experiance and other
factors that are considered to be relevant Actual results may differ from these estimates.

The estimates and underying assumptions gre reviewed on an ongoing basls. Revislons to accounting
estimates are recognised in the period in which the estimates is revised where the revision affects only that
period, ar In the period of the revision and future perlods whera the revision affecis both cument and future
periods.

Critlcal judgements

The preparation of the financial slatements requires management to make judgements, estimates and
assumptions that affect the amounts reported. These estimates and Judgements are continually reviewed and
are based on experience and other factors, incuding expectations of future evenis that are bebeved to be
regsonable under the dreumstancss.

=18 -



MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

1

Daonations and legaclas

Unrestrictad Restrictad Tatal Unrestricted Restricted Totat
funds funds fundsa fupds
2023 2023 2023 2022 2022 2022
£ & £ £ £ £
Donations and gifis 46,287 - 46,287 20,656 2,500 23,156
Other 33,680 - 33,580 9,427 - 9,427
79,867 - 78,867 30,083 2,500 32,5683
Income from charltable activities
Unrestrictad Restrictad Total Unrastricted Restricted Total
funds funds funds funds .
2023 2023 2023 2022 2022 2022
£ £ £ £ £ £
Sponsorships 164,000 16,000 175,000 105,000 10,000 . 115,000

Investmants

Inlerest recelvable

Unrastrictad Unreatrictad

funds

2023
£

770

funds

2022
£

100
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MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS {CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

6

Charitable activitles

Staff casts

Depreciation

Rent

Insurance

Telephone

Computer expensas
Subsoipbons

Interest paid

Bank charges
Administration support
Advertising and marketing
Even} casts

Travelling and subsistenca
Postage and Print
Consullancy

Administrative Support &
Welfare

Other Cost

Analysis by fund
Unrestricted funds
Restricted funds

Support costs

Independent examination
Other assurance sarvices

Activities
undeitaka
n directly

2023
E

156,077
732
6,590
438
48
7,615
159
66

275
11,879
8,435
11,502
1,346
14,783

1.744
113

221802

216,057
5,745

221,802

Support Total Activites
costs 2023 undertake
n directhy

2023 2022

£ £ E

- 156,077 103,233

- 732 487

- 6,530 1,460

- 438 247

- 48 12

- 7615 3,426

- 159 170

= = 3

- 66 142

- 275 322

- 11,879 18,752

- 8,435 66

- 11,502 2,436

- 1,346 675

- 14,783 540

- 1,744 2,656

7,050 71,163 49

7,050 228,852 134,716

T7.050 223,107 129,291

- 5745 5425

T,050 228832 134,716

Suppart
costs

2022

t

L]

3,336

Total
2022

103,233
487
1,460
247

12
3,426
170

142
322
18,752
66
2,436
675

2,696
3,385

3,336

138,052

3,336

132,627
5425

3,338

138,052

2023

1,320
5,730

2022

1,200
2,136

7,050

3336
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MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)
FOR THE YEAR ENDED 31 DECEMBER 2023

8 Net movement In funds 2023 2022
£ £
Net movement in funds is stated after chargingf{crediting)
Depreciation of owned tangible fixed assats 732 487
8 Trustees

None of the Trusteas (er any persons connecled with them) recelved any remuneration or benefits from the

Charily during the year.

£900 (2022: £300) was paid to Mr D Jeffries, one of the trusiees, for his professional servicas in setting up e-

leamling facilities for the charity.
10 Employees

The average monthly number of employees during the year was:

2023 2022

Numbsr Number

Charitable activilies 5 4
Employment costs 2023 2022
£ E

Wages and salares 144,715 98,105
Social security costs 8271 3,085
Other pensicn costs 3,085 2,043
156,077 103,233

Out of the above employment cost, cost amounting to £4,845 (2022: 4,468) forms part of restricted
expenditure,

There were no employees whase annual remuneration was more than £60,000.
11 Pensions and other post retirement bensfits

Defined contribution plans

The amount recognised in Incoma or expenditure as an expense In relation to defined contribution plans was

£3,086 (2022: £2,043),

12 Taxation

The charily is exempt from taxation on its activities because all its income s applied for charitable purposes,




MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)

FOR THE YEAR ENDED 31 DECEMBER 2023

13

14

15

Intangible fixed assots
Cost
At 1 January 2023 and 31 December 2023

Amortisation charge
At {1 January 2023 and 31 December 2023

Camrylng amount
AL 31 December 2023

At 31 December 2022

Tanglhle fixed assgts

Cost

At 1 January 2023

Additions

Al 31 December 2023
Depreclation charge

At 1 January 2023

Depredation charged in the year
At 31 December 2023

Camrylng amount
At 31 December 2023

At 31 Decembar 2022

Debtors
Amounts falling due within one year;

Trada deblors
Prepayments and accrued income

Intangibbes Assets

4023

13,6842
5282

18,925

£

2,290

Computers

3,964
368

4,332




MEDICS 4 RARE DISEASES

NOTES TO THE FINANCIAL STATEMENTS (CONTINUED)

FOR THE YEAR ENDED 31 DECEMBER 2023

18

17

18

Croditors: amounts falllng dus within ane year

2023 2022

£ £

Other taxation and social sacurity 3,413 3,077
Trede creditors 3,423 234
Accruals and deferred income 2,942 2,620
8,784 5,931

Rostrlcted funds

The restricted funds of the charity comprise the unexpended balangas of donations and grants held on trust
subject to specific conditions by donors as to how they may be used.

At 1 January Incoming  Resources At 31

2023 resources expended December

2023

£ £ £ E

M4RD Leam 7075 15,0600 (5,745) 16,330
Previcus year: At 1 January [ncoming Resources At a1
2022 resources expended December

2022

£ £ £ E

M4RD Leam - 12,500 {5,425) 1,075

Unrestricted funds

Tha unrestricted funds of the charity comprise the unexpended balances of danatlons and grants which are
not subject to specific conditions by doners and grantors as 1o how they may be used, These Include
designated funds which have been set aslde out of unrestricted funds by the trustees for specific purposes.

At 1 January Incoming  Resources At a1

2023 resources axpendad December

2023

£ £ £ £

General funds 55,134 244,637 (223,107) 76,664
Provious year: At 1 January Incoming  Rosources At 31
2022  resources expended  December

2022

£ £ £ £

General funds 52,578 135,183 (132,62T) 55,124
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Analysis of not asssts batweon funds

Unrostricted Rostrictad
funds funds
2023 2023
£ £
Fund balances at 31
December 2023 are
represented by:
Intangible fixed assels 2,290 -
Tangible assels 2,294 -
Current assets/(liabilities) 72,080 16,330
76,664 16,330

Related party transactions

Total Unreatrlcted
funda

2023 2022

£ £
2,290 2,290
2,294 2,658
as.410 50,186

92,994 55,134

Rastricted Total
funds

2022 2022

£ £

- 2,280

- 2,658

7,075 57,261

7,075 62,209

During the year the Charity entered into the following transactions with related partias;

Donation of £Nil (2022- £485) received from Lucy Martha Rosemary McKay who is comperny secretary of

charify.

Consulting fees of £600 (2022- £300) pald to Dan Jeffles who is trustees of charity.
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