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As I reflect on what has been 
an eventful year for Genetic 
Alliance UK, first and foremost, 
I must pay tribute to the huge 
contribution made by  
Rafael Yáñez-Muñoz who was 
our Chair for most of the year.  
Without his guiding hand 

and counsel throughout what has been both 
an uplifting and challenging period, we would 
undoubtedly have been much the poorer.

As we entered the second half of our financial year 
it became clear that income would not match 
our expectations.  The chilling effect of Covid-19 
on income generation compounded these 
difficulties. We know we are not alone in facing 
these challenges – our third sector community has 
been placed under immense pressures in recent 
months. We have taken stringent cost cutting 
measures and embark on our new financial year 
supported in our planning by a thorough review 
of our financial systems and our business model. 
Times are changing, and in response, so must we.

Our many achievements throughout the year have 
been delivered against a background of significant 
financial challenge and political upheaval. We 
have endured as an organisation and delivered 
our objectives by remaining true to our values. We 
are honest, independent, creative, collaborative, 
evidence-led and empowering – and the 
achievements I have chosen to highlight in this 
foreword bear testament to this.

Our patient charter on newborn screening 
‘Fixing the Present, Building for the Future’, 
attracted significant attention; from mainstream 
media, policy makers, politicians and the wider 
community. Our charter has contributed to 
emerging policy on screening, and has fed into 
work undertaken by the UK Genomics Board and 
the international community.

Our ‘Action for Access’ report and campaign, 
which focuses on access to rare disease 
medicines, is a seminal piece for the future 
policy and delivery of programmes. We have 
demonstrated thought leadership through this 
rigorous, multi-stakeholder initiative, setting out 

WELCOME FROM THE CHAIR

our key findings and preparing the ground for 
future collaboration. 

In February 2020, we hosted the UK’s first film 
festival fully dedicated to raising awareness of 
rare diseases.  The Award Ceremony took place 
at Regent Street Cinema in Central London. Many 
people have been in touch to let us know that 
they found the festival uplifting, empowering 
and extremely moving.  Our aim was to raise 
awareness of genetic, rare and undiagnosed 
conditions in an exciting and impactful way –  
and I believe we succeeded in doing so. 

Finally, I turn to Covid-19. People affected by 
genetic, rare and undiagnosed conditions and 
our third sector community have been impacted 
heavily. Sadly, across the world, all too many have 
lost loved ones. We set up our Covid-19 hub and 
associated online forums at an early point during 
the crisis. The hub has been a clear demonstration 
of the value of working in alliance and I would 
like to pay tribute to everyone who has actively 
engaged with this initiative. In particular I thank 
all those who came together under the banner 
of the Covid-19 hub, to provide mutual support 
and share knowledge and learning at this difficult 
time. In the wake of Covid-19 and as we face the 
end date of the UK Strategy for Rare Diseases, the 
need for and value of our alliance is demonstrably 
greater than ever.

I cannot thank all of the Genetic Alliance UK team 
enough for all of their work this and every year, 
but particularly so this year. They have risen to 
and overcome exceptional challenges, meeting 
them head-on.  The times have been exceptional – 
so have they.

Elizabeth Porterfield 
Chair 
Genetic Alliance UK
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Genetic Alliance UK is the national charity 
working to improve the lives of patients 
and families affected by genetic, rare and 
undiagnosed conditions. We are an alliance of 
over 200 patient organisations. 

The objectives of the charity are to: 
 – relieve persons affected by a genetic and/or 

rare and/or undiagnosed condition(s); 
 – advance the education of the public concerning 

genetic and/or rare and/or undiagnosed 
conditions in such ways as the trustees of the 
charity think fit. 

OBJECTIVES AND AIMS

Our vision is a society in which people affected by 
genetic, rare and undiagnosed conditions receive 
excellent care and are empowered and supported 
in all aspects of their lives. 

We are honest, independent, creative, 
collaborative, evidence led and empowering. 

Public benefit
The Board of Trustees confirm they have had 
regard to the Charity Commission’s guidance on 
public benefit and have complied with their duty 
under section 4 of the Charities Act 2011 when 
reviewing the charity’s aims and objectives; and 
in implementing current and planning future 
activities.

Annual Conference
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We believe that everyone living with a genetic, 
rare or undiagnosed condition should have 
access to high quality services, treatment and 
support. The evidence we generate through our 
research ensures that we are able to speak with 
authority in our influencing work. 

This year we have worked to increase the evidence 
base across a diverse spectrum of issues relating to 
genetic, rare and undiagnosed conditions.

Generating and disseminating evidence  

The CONCORD study (in collaboration with 
UCL, funder: NIHR) looks in depth at costs and 
benefits of different models of care coordination. 
We contributed to all the work streams for this 
project, including design of the survey (the main 
data capture method) which launched in June 
2019. The interim findings of CONCORD were 
presented to the UK Rare Disease Forum meeting 

ACHIEVEMENTS AND PERFORMANCE
Driving Progress

in October and a scientific article focussed on the 
policy implications is in preparation. A second 
paper has been submitted to the Orphanet 
Journal of Rare Diseases.

Our Mental Health study (funded by Rare Disease 
UK public donations) report launched in 2018 and 
this year we submitted a paper to the Orphanet 
Journal of Rare Diseases. 

We undertook a study into the views and 
experiences of participation in the 100,000 
Genomes Project (commissioned by Genomics 
England), publishing our report in July. The study 
also captured the hopes and concerns of rare 
disease patients and carers on the introduction of 
whole genome sequencing in the NHS. 
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‘As the Genomics Medicine Service becomes a reality in  
the NHS it is imperative that the voices of people affected  
by rare diseases are heard so that the care around the genomic 
testing – and the approach to communicating and sharing  
genomic data – is fit for purpose.’  
Jayne Spink, Chief Executive.
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ACHIEVEMENTS AND PERFORMANCE
Driving Progress
SOLVE-RD (funded by EC Horizon 2020) is a 
pan-European project investigating technical 
and service delivery aspects of diagnosing rare 
diseases. We have continued to support the 
service development workstream and the patient 
and carer advisory group and have also advised 
on the observational data captured. The project 
brought together families who have received 
results from genomic testing and clinicians in 
order to identify priorities for future genomic 
services.  The final research team meeting took 
place in Prague in December 2019. The study 
has established the evidence-based co-design 
approach as an effective tool for identifying 
service improvements. The project team is 
working on dissemination materials. We have also 
worked to expand the impact of the SOLVE-RD 
project through membership of the Community 
Engagement Task Force group. This group aims 
to ensure Europe-wide awareness of, and support 
for, the undiagnosed community. 

Our Mitochondrial Disease Priority 
Setting Partnership (funded by Wellcome) 
brought together member groups working in 
mitochondrial disease with a range of clinicians 
to jointly agree research priorities. The work 
culminated in an intensive day-long workshop at 
which 24 research questions were debated and 
sorted into a Top 10. The Top 10 is being used in 
conversations with funders and researchers to 
influence the research agenda in mitochondrial 
disease.

Collaboration with external researchers has led 
to publication of the following peer-reviewed 
papers co-authored by members of our research 
team:

C Lewis, S Sanderson, M Hill, C Patch, B Searle,  
A Hunter, LS Chitty. Parents’ motivations, 
concerns and understanding of genome 
sequencing: a qualitative interview study. 
European Journal of Human Genetics (2020) 
28:874–884.

C Lewis, SC Sanderson, J Hammond, M Hill,  
B Searle, A Hunter, C Patch, LS Chitty. 
Development and mixed-methods evaluation 
of an online animation for young people about 
genome sequencing. European Journal of Human 
Genetics. (2020) 28:896–906.
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‘Given the diverse nature of mitochondrial disease it is often  
easy to forget that we are part of the same “family”. This exercise 
has been a revelation in showing how much we can benefit  
from a common approach and a renewed focus on what  
is really important for patients.’  
Steering Group member. 
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Influencing policy and service 
development
 
Genetic Alliance UK provides support and 
participation opportunities that keep the needs 
and preferences of our community at the heart 
of the debate and central to policy and service 
development. Rare Disease UK is the national 
campaign run by Genetic Alliance UK, providing a 
united voice for the rare disease community. Our 
programme of policy and public affairs activities 
during the year has been extensive. 

Rare Disease Patient Alerts:  In January 2018, 
NHS England committed to require providers of 
specialised services to give every patient with a 
rare disease an alert card. With no demonstrable 
progress having been made, and in order to 
support progress towards implementation, we 
undertook work (including a survey) to evaluate 
the current and potential uses and impacts of 
rare disease patient alerts (such as alert cards 
and wearables). The findings were delivered in 
the report launched at our 2020 Rare Disease Day 
Reception in Westminster. You can read the full 
report here: bit.ly/rarealertreport.

An alert card usually lets others know that the 
bearer of the card has an important medical 
condition that might require special care or 
attention. Information on the card would include 
the card owner’s medical condition and their 

‘Many health professionals don’t know about  
SCAD (spontaneous coronary artery dissection)  
so [an alert card] was a quick and easy way  
for patients to give succinct information  
in an emergency situation.’ 
Survey respondent.

medication and any allergies they might have. 
The purpose of the card is to alert medical 
staff to this information if the bearer is unable 
to communicate, whether that be because 
they are unconscious, injured, or simply want 
to backup what they are saying with a card. 
Medical alerts have the potential to improve 
care and treatment and save lives in emergency 
situations. A model already exists for how 
this could be implemented, which could have 
readily and efficiently been adopted by NHS 
England. Our report aimed to remind the 
Government of its commitment to implement 
alert cards for all rare disease patients, 
represent the patient experience of using alert 
cards, and examine what might work well with 
the form of an alert card in the context of rare 
and genetic conditions.
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We have continued to provide the secretariat  
for the All Party Parliamentary Group (APPG) 
on Rare, Genetic and Undiagnosed Conditions. 

We launched our Newborn Screening Charter 
at the July APPG meeting.  The report generated 
widespread coverage in the national press and 
across social media, including: articles in The 
Times, BBC, Sky News and many other outlets; 
broadcast slots on BBC Two and Sky News; and 
features on regional radio stations across the 
country. Following the launch and endorsement 
of our report by 50 of our members, our 
recommendations were placed before the  
Chief Medical Officers of the UK and fed into 
the work of the UK Genomic Board Task & 
Finish Group on whole genome sequencing in 
newborns and critically ill infants.  Momentum 
on this was continued, with the Secretary of 
State for Health and Social Care announcing 
hopes that every newborn might receive 
genome sequencing tests at birth, in a ‘genomic 
revolution’ across the country. 
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‘We have to ensure newborn screening keeps  
pace with diagnosis in later life and we must  
embrace the potential of both our current  
technology and that of genomics.’  
Jayne Spink, Chief Executive.
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Our Action for Access report and campaign hub 
were launched in Westminster at the October 2019 
meeting of the APPG (bit.ly/actionforaccess). 

The culmination of 15 months’ work, the report 
details problems inherent in the system that 
act as a barrier to patient access to rare disease 
medicine and sets out  the changes Genetic 
Alliance UK want to see implemented in order to 
benefit the lives of those with rare diseases, and 
their family and carers. 

The hub contains downloadable tools and 
resources to enable organisations and individuals 
to support the campaign and to empower them 
to get involved.  A second phase of the Action for 
Access campaign is planned for roll out during the 
coming financial year. Timing of the roll out will 
need to be responsive to developments in terms 
of Brexit and the pandemic.

Our Treasurer, David Ramsden

Action for Access launch
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3Action for Access

A
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ACTION ACCESS 
A report from Genetic Alliance UK for  
the All Party Parliamentary Group on Rare,  
Genetic and Undiagnosed Conditions

‘The system, as it stands, is failing patients. Action for Access is a robust analysis 
which identifies the problems and proposes solutions. These proposals do not 
seek to rewrite the underlying principles behind decision-making; rather  
the aim is to remove all unnecessary barriers in order to ensure  
speedy and fair access to proven and effective treatments.’  
Jayne Spink, Chief Executive.
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Last year we reported on our open letter to the 
Minister in charge of rare diseases , Baroness 
Blackwood, calling for a review and refresh of the 
UK’s Strategy for Rare Diseases  which ends in 
2020.

Election preparedness: We reacted quickly  
when the general election was called for 
December, launching our Pledge for Patients 
campaign 11 days later. The purpose of the 
campaign was to make a connection with 
candidates on the topic of genetic, rare and 
undiagnosed conditions, ensuring we retained 
high levels of support among parliamentarians 
and to ensure the forward viability of the APPG.  

Of our previous APPG members, 30 were 
re-elected. 309 prospective parliamentary 
candidates signed the Pledge for Patients of which 
33 were elected and an additional six successfully 
elected Conservative candidates expressed 
interest without signing the pledge. There is 
therefore potential for 63 APPG MP members. 
The APPG for Rare, Genetic and Undiagnosed 
conditions reconvened in February 2020 under the 
chairmanship of Liz Twist MP.
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The Pledge For Patients campaign ran from 11 November until the election

‘Over 270 prospective parliamentary  
candidates have signed Pledge for Patients  
making it our most successful  
Pledge for Patients campaign to date.’
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Genetic Alliance UK provides the secretariat for 
the Cross Party Group (CPG) on Rare, Genetic 
and Undiagnosed Conditions in Scotland. 
Chaired by Bob Doris MSP, the CPG met to discuss 
care coordination and subsequently delivered 
recommendations to the new short life working 
group on care coordination of the Rare Disease 
Implementation and Oversight Group.  Other 
meetings focussed on access to rare disease 
medicines in Scotland and the Scottish Medicines 
Consortium’s pilot for ultra orphan medicines 
which contributed to the Action for Access 
campaign.

2019 saw the launch of our Welsh Cross Party 
Group for Rare, Genetic and Undiagnosed 
conditions under the chairmanship of Angela 
Burns AM. The inaugural meeting discussed the 
Rare Disease UK Mental Health Report which was 
launched towards the end of 2018-19. The second 
meeting saw the launch in Wales of our Action for 
Access campaign.

Rare Disease UK’s Patient Empowerment 
Group (PEG) met five times, providing face-to-
face advice to NHS England on genomic patient 
information, to the Office of Life Sciences on the 
UK Genomics Strategy and by consultation to 
the Department of Health and Social Care on the 
future of the UK Strategy for Rare Diseases. This 
latter topic has been PEG’s key focus for the year. 
Work undertaken has included identifying a route 
forward for the refresh and review of the Strategy 
and the planning of our September European 
Reference Network (ERN) conference. 

Research and Rare Conditions Conference: A 
collaboration between NHS Research Scotland 
and Genetic Alliance UK, our conference brought 
together speakers from across the UK on the 
topics of registries and data collection, reducing 
the diagnostic odyssey, involving patients in 
clinical research, and innovation and treatment. 
The Chief Scientist (Health) for Scotland provided 
a keynote. Though attendance was affected by the 
emerging Covid-19 crisis, the event was judged a 
success.
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Working in partnership in Europe:  Our CEO 
and Director of Policy attended the Annual 
EURORDIS Membership Meeting (Bucharest), 
participating in the Council of National Alliances 
meeting, Rare Disease Day discussions, the AGM, 
Social Care plenary session, and introductory 
workshops for www.rare2030.eu. At the AGM, our 
CEO was elected to the Board of EURORDIS for 
a period of two years. Throughout this year, we 
have actively engaged with EURORDIS’s policy 
work, including contributing to initiatives on 
newborn screening, access to medicines and 
response to Covid-19 (including in relation to the 
Rare Barometer Survey). Our CEO was a member 
of the programme committee of the European 
Conference on Rare Diseases and Orphan 
Products (ECRD, held online in early May 2020 as a 
consequence of Covid-19) and our staff variously 
chaired, gave oral presentations, participated in 
panel discussions and presented posters at ECRD.

This year we launched the SWAN Europe 
newsletter to share news and good practice for 
supporting the undiagnosed community across 
the wider European rare disease community.

Our European Reference Network (ERN) 
Conference, which took place in September, 
delivered decisive findings on the future of rare 
disease networking in the UK. The conference 
responded to the EURORDIS recommendation 
that each national alliance host a workshop for 
patient representatives (ePAGs) on ERNs. The 
results of this workshop will feed into Genetic 
Alliance UK’s contribution to the future of the UK 
Strategy for Rare Diseases.

NICE Methods Review – We have participated 
throughout; our CEO is a member of the methods 
review oversight group and Genetic Alliance UK 
staff and nominees from our community have 
served on Task and Finish Groups for the review. 
Our Director of Research joined the ‘data sources 
and synthesis group’, and our Director of Policy 
was part of the ‘uncertainty group’. 

This year, our Director of Support joined the NICE 
Guideline Development Group for integrating 
health, education and social care for children 
with complex health needs – in a great example 
of collaboration between the Support and Policy 
Team.

Our broader work to influence policy 
development has included extensive 
engagement with consultations and evidence 
submissions, including: 

 – Development of 44 preimplantation genetic 
diagnosis statements of patient view for 
the Human Fertilisation and Embryology 
Authority’s licensing process. 

 – Nine NICE scoping consultations for Highly 
Specialised Technology evaluations and Single 
Technology Assessments. 

 – All Wales Medicines Strategy Group (AWMSG): 
Consultation on the future role of AWMSG.

 – House of Commons Science and Technology 
Committee: Inquiry on commercial genomics.

 – Department of Health and Social Care: 
Advancing our health: prevention in the 2020s.

 – Department of Health and Social Care: National 
conversation on rare diseases.

 – The World Health Organisation Committee on 
governance of genome editing consultation.
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MAKING THE VOICE OF OUR COMMUNITY HEARD

Our staff have participated in numerous conferences and roundtables as invited speakers and 
contributors throughout the year. In addition, Genetic Alliance UK staff have represented the 
interests of the genetic, rare and undiagnosed community at various committee and board 
meetings. These have included:

Association of British Insurers Genetics Working Group
Association British Pharmaceutical Industry Rare Disease Meeting
All Wales Healthcare Conference
APPG Access to Medicines and Devices
APPG for Phenylketonuria
ATTC Clinical Advisory Group PHG Workshop on Data Protection and Genomic Data Rare Disease 
Implementation Group
Brexit Media Advisory Board
Catapult Gene & Cell Therapy Engagement Conference
Congenital Anomalies and Rare Diseases Registration and Information Service for Scotland Launch
Cwm Taf Morgannwg Research and Development Conference 2019
Department of Health and Social Care Rare Disease Implementation Plan Update Meeting
Department of Work and Pensions – Access to Insurance Charity Reference Group
European Society for Person Centred Healthcare Sixth Annual Conference
EURORDIS Board Meeting
EURORDIS  Council of National Alliances
The Gauchers Association nGD Conference
Genome Editing Commission of Royal Society
Genomics England Sciencewise Report Launch
Genomics Volunteer Task & Finish Group – UK Genomics Board
Health and Care Research Wales PPI Workshop Medicines and Healthcare Regulatory Authority 
Consultative Forum
Human Knockout Meeting – Genomics England
Joint Committee on Genetic Medicine
MAP BioPharma Access to Medicines Westminster Event
MAP BioPharma Roundtable
Meeting with incoming President of British Society on Genomic Medicine
National Deaf Children’s Society Policy Roundtable: genetics, genomics and  
implications for deaf children and their families.
NHS England Commercial Framework Consultation Workshop
NHS England Genomics Programme Board
NHS England Patient and Public Voice Assurance Group
NHS England Pharmacogenetics Focus Group
NHS England Women and Children Programme of Care Board
NHS Scotland Laboratory Management Meeting
NHS Scotland Professional Public & Patient Reference Group
NICE Committee on Integrating Health, Social Care and Education for Children with Severe Complex Needs
NIHR ATMP Coordinating Group Northern Alliance
Partnership Wales Programme Board
Rare 2030 Panel of Experts Conference
Rare Disease Implementation Group – Wales
Rare Disease Roundtable hosted by Baroness Blackwood

Genetic Alliance UK ltd
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Rare Disease Strategic Oversight Group – Scotland
Rare Disease Working Group – Awareness – Scotland
Scottish Involvement Network Workshop
SMI Orphan Medicines Conference
UCL Public Policy Workshop on secondary findings in genome sequencing
Wales Gene Park Strategic Advisory Group
 
Taking an increasing role in our policy work, the SWAN UK Parent Representatives have been involved 
in various committees including:
– Chairing the SOLVE-RD patient and public involvement (PPI) group
– The SOLVE-RD Community Engagement Task Force (CETG) group
– The Welsh Rare Disease Strategy implementation group working group on intellectual disability
– The 100,000 Genomes Project Participant Panel
– The Rare Disease UK Patient Empowerment Group (PEG)

Director of Policy, Nick Meade



21

Genetic Alliance UK ltd

ACHIEVEMENTS AND PERFORMANCE
Building greater awareness

Rare Disease Day 2020

Our social media campaign focussed on engaging 
with the public online through our social media 
channels, including through Twitter takeovers, 
publication of nine patients blogs and one guest 
blog from Professor Dame Sue Hill, Chief Scientific 
Officer for England and Senior Responsible Office 
for Genomics in the NHS, and Russell Viner, 
President of the Royal College of Paediatrics and 
Child Health. 

Our dedicated microsite  
rarereality.raredisease.org.uk attracted 
over 11,000 unique visitors, with 48,114 
page views during the month of February. 
Patients, carers, and the public left 632 
personalised stories and messages of 
support available for everyone to read on 
the ‘digital night sky’. For the first time we 
gave patients and carers the opportunity to 
connect through two dedicated Rare Reality 
Facebook Groups.

This year we organised Rare Disease Day 
Parliamentary Events in The Senedd, 
Westminster and Holyrood. Our reception in 
Wales took place on Tuesday, 25 February 
and attracted more than 120 attendees. 
The agenda included speeches from 
Graham Shortland, Chair of Rare Disease 
Implementation Group, a patient affected by 
a pituitary condition and from Angela Burns 
AM, Chair of the Cross Party Group for Rare, 
Genetic and Undiagnosed Conditions. 

The Westminster reception took place on 
Wednesday, 26 February and attended by 
187 guests, including 27 parliamentarians. 
Agenda included a keynote speech form Dr 
Jenny Harries (Deputy Chief Medical Officer 
for England) and the launch of Rare Alert 
report.
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Our final event took place in Scotland on 
Wednesday, 3 March. Despite attendance  
being impacted by Covid-19, there were  
over a 100 attendees (9 MSPs). 

The agenda included a keynote speech from  
Joe FitzPatrick MSP (Minister for Public Health, 
Sport and Wellbeing). You can find more details on 
the events here: bit.ly/RDDay2020.

The Senedd Rare Disease Day Reception

The Westminster Rare Disease Day reception



23

Genetic Alliance UK ltd

Rare Film Festival 2020

In February 2020 we hosted the UK’s first film 
festival fully dedicated to raising awareness of 
rare diseases. We invited our supporters, including 
patient organisations, industry, communication 
agencies and individuals, to submit short films 
on the theme of rare diseases. We also liaised 
with University College London, Imperial College 
London, Westminster University, University of 
Greenwich and London Film School, matching 
their film students with patient organisations. 

– 51 film submissions

– 18 films shortlisted by the panel of 
11 judges (experts in healthcare 
communication, film production,  
film critics, journalists and others)

– Over 170 guests attended the Award 
Ceremony

– 41,982 people took part in the vote  
for the Peoples’ Choice Award

– The winning film ‘Today is a good 
day’, produced by Aortic Dissection 
Awareness, received over 15,568 votes

– Rare Film Festival page generated  
52,678 views

This matching programme enabled smaller and 
less well resourced organisations to participate 
who otherwise would not have been able to  
do so. The aim was to raise awareness of rare 
diseases in an exciting and impactful way –  
by showing people’s stories through film.  The 
award ceremony took place on Monday, 10 
February at Regent Street Cinema in Central 
London. Trophies were awarded across seven 
categories. The last category, Peoples’ Choice 
Award, was awarded on Rare Disease Day (29 
February) following an online public vote.
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Social Media: Our social media channels enable 
us to reach a wide audience with our key messages 
and to engage widely with the rare disease 
community. This year our combined Twitter 
following reached 39,693 and our Facebook 
followers reached almost 20,000 individuals.

We seek to be engaging and innovative and to work 
collaboratively wherever possible. Our ‘spot the 
rare’ Rare Disease Day campaign (2018), which was 
developed with the agency Emotive, won Gold at 
the 2019 Pharmaceutical Marketing Society Digital 
Awards. 

We were also delighted to support the development 
and deployment of Takeda’s ‘I am number 17’ 
campaign which is hosted on our website 
(iamnumber17.geneticalliance.org.uk). 

Working with press and media 

This year eight TV interviews highlighting issues 
relating to genetic, rare and undiagnosed conditions 
were generated by Genetic Alliance UK, featuring our 
own staff alongside members of our community. The 
interviews aired on BBC, Sky and ITV.  In addition we 
generated and participated in 11 features and news 
items on local and national radio. We generated 
further coverage in 50 online news items including 
an article for BBC online for Undiagnosed Children’s 
Day that was viewed over a million times. In terms of 
print media, our most notable achievements include 
the co-production with Raconteur of the July Rare 
Disease Supplement for the Times and significant 
contributions to the production of the Media Planet 
Rare Disease Day supplement, including content 
generation.
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ACHIEVEMENTS AND PERFORMANCE
Building our community

Genetic Alliance UK Member 
organisations

Representing and supporting our patient 
organisation members is at the heart of Genetic 
Alliance UK’s work. This year we welcomed 11 
new patient organisation members.

New members in 2019/20
 – ALK Positive Lung Cancer UK
 – Childhood Tumour Trust
 – Local Families with Bleeding Disorders
 – MPS Society
 – National Deaf Children’s Society
 – Rare Autoinflammatory Conditions Community 

(RACC-UK)
 – Salivary Gland Cancer UK
 – Smith-Magenis Syndrome (SMS) Foundation UK
 – Timothy Syndrome Alliance
 – Tourettes Action
 – Yellow Brick Road Project (YBRP) 

We strive to deliver real benefits to our membership 
by providing information, training and promotional 
opportunities for all sizes of organisations, from the 
voluntary led to the large. 
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This year we received 19 applications to our 
Building Rare Groups training module and nine 
new patient groups were chosen to take part. 
Participants received training relating to a wide 
range of skills and essential learning, including 
in relation to safeguarding, data protection and 
GDPR, facilitation, indesign, governance and 
social media.

Our webinar series has hosted external speakers 
from NHS England and the NHS Genomics 
Medicine Service. We have continued to deliver 
our quarterly Policy Round Up webinars  – newly 
launched last year – enabling our policy team 
to discuss and share information on the most 
relevant policy topics with our membership. 
Through our webinars we have delivered a Media 
Masterclass, shared our Rare Disease Day assets 
and delivered training on desktop research. 

Our Annual Conference is our greatest 
opportunity each year to bring stakeholders 
together. This year’s event was opened by 
Baroness Nicola Blackwood, Under Secretary of 
State at the Department of Health and Social Care, 
and the Minister responsible for rare diseases. She 
announced the national conversation on rare 
disease to collect views from patients, healthcare 

professionals and industry to inform the rare 
disease framework in preparation for the end of 
the UK Strategy for Rare Diseases in 2020. 
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Two panel sessions ran during 
the morning. The first focussed 
on media engagement, sharing 
insights on how patients and 
patient organisations can work 
positively with the media. 
The second panel discussion 
focussed on engagement with 
decision makers, with panelists 
from the Medicines and 
Healthcare Products and the 
National Institute for Health 
and Care Excellence (NICE). 
In the afternoon four parallel 
workshops took place (twice 
each) and included a training 
session on working with the 
UK Parliament, engaging with 
social and clinical research 
and engaging with industry. 
We closed the day with a 
new Members’ Soapbox – a 
platform for members to raise 
any topic or highlight any 
aspect of their work.

As part of our membership 
offering we also offer tailored 
individual support to our 
members including how to 
conduct research, policy and 
fundraising help. We also 
launched a new member 
benefit paid-for service to 
support survey design and 
dissemination and to undertake 
data handling and analysis.  
The first to commission this 
service from us was our 
member Ataxia UK.

Conference Feedback

– 100% felt better  
informed after 
attending

– 90% felt more 
empowered after  
the event 
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Our volunteer Parent Representative 
programme, now in its seventh year, continues 
to grow. Parent Rep for Sussex, Marie Pritchard, 
attended the SOLVE RD meeting in Prague as 
part of her role as the PPI group lead for the 
Project. Parent Rep for Portsmouth, Jo Wright, 
has developed a set of educational resources to 
train education professionals and has had an 
abstract accepted by the UCL Inclusive Education 
Conference to present and disseminate them.

Supporting the undiagnosed 
community

Our SWAN UK support network continues  
to thrive providing vital information and 
support for families with children and young 
adults affected by undiagnosed genetic 
conditions. The introduction of a new online 
form has doubled our membership application 
rate and we currently support 2,335 families 
across the UK.

This September our new SWAN UK Council met for the first time and three council members joined our 
new SWAN UK fundraising advisory group.

Sara and Lisa, SWAN UK Parent Reps

Members of the SWAN UK Council
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Our family and parent events have grown in 
popularity. In April, 100 families enjoyed a day out 
to celebrate Undiagnosed Children’s Day 2019, 
with visits to Chester Zoo, Edinburgh Zoo, Noah’s 
Ark Zoo and Hatton Country World.  Our ‘stay 
and play’ events continue to prove popular, with 
43 families attending in Warrington, Newcastle, 
Bristol and Rotherham. Coffee mornings took 
place in Newcastle and Yorkshire and for those 
unable to attend in person, we launched our 
Virtual Coffee Meets, connecting parents to new 
friends on a monthly basis.

SWAN UK hosted information events in Truro, 
Portsmouth and Birmingham and our Parent 
Representatives spoke at events and educational 
meetings for healthcare professionals, teachers, 
students, social workers, nurses, paediatricians 
and clinical geneticists. These events took place 
in Devon, Leicestershire, Berkshire, Edinburgh, 
Northampton, Nottinghamshire/Yorkshire 
Borders, Glasgow and West Lothian. In addition 
14 individuals attended a special information 
event on education, health and care plans 
with solicitors, Irwin Mitchel. Our dads’ group 
continues to thrive with 12 attending our second 
Dads Summit to help plan our outreach activities. 

In Scotland we launched our Rare Resources 
Toolkit with a special event in Glasgow and have 
been given an Awards for All grant to roll out the 
toolkit in 2020/21. The Rare Resources Roadshow 
in Dundee was attended by families, clinicians 
and organisations. A two day information event, 
part of the Rare Resources roadshow, was held in 
the Highlands with the support of the Highland 
Children’s Forum. This provided the opportunity 
to meet with local services and professionals to 
promote and disseminate the toolkit, meet local 
families and engage MSPs with our policy work.

We began work on the first draft of a Welsh toolkit 
and consulted on this at the Rare Disease Network 
meeting in Wales.SWAN UK information event

SWAN UK stay and play session
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ACHIEVEMENTS AND PERFORMANCE
Building our Organisation

Building our Organisation

We have committed to delivering a programme 
of continued improvement and development. In 
part, this commitment relates to growing and 
diversifying our income, and also to ensuring 
that staff and volunteers are supported through 
our annual performance and development 
reviews to deliver against objectives and 
aspirations.

In the second half of this financial year it became 
clear that our income generation target would 
not be met and, despite taking remedial action 
to reduce costs and sourcing bridge funding, we 
ended our financial year with a significant deficit.  
In the final quarter, our challenge was made all the 
greater by the financial impacts of Covid-19.  As an 
immediate response we undertook an assessment 
of all our ongoing and planned projects and 
prioritised those amenable to delivery within the 
constraints imposed by the pandemic. We sought 
out and applied to all possible sources of Covid-19 
related emergency funding, launching an urgent 
appeal in mid-March 2020. 

Thanks to a grant from the Wellcome Trust, we 
were able to commence work at the very end of 
the financial year to deliver a substantial review 
of our financial processes, business model and 
fundraising strategy. 

Our Covid-19 Response

This time of pandemic is particularly challenging 
for people and families affected by genetic, rare 
and undiagnosed conditions. By March there 
was little by the way of specific information and 
coordinated support for people affected by rare 
diseases, despite the fact that members of our 
community are among the most vulnerable to 
Covid-19. The information that was available was 
often fragmented, difficult to access and of varying 
levels of reliability. At a time when demand from 
patients and families sky-rocketed, our community 
of third sector organisations universally found 
themselves under enormous financial pressure 
needing to do more than ever to support their 
members with fewer resources. We rapidly rolled 
out our Covid-19 hub, opening up our work to all 
members of the wider community, irrespective of 
their membership status. Engagement rates have 
been high with our weekly bulletin open rate at 
over 40% (compared to a pre Covid-19 rate of 25%).

The purpose of our Covid-19 hub and associated 
activities is to:

- enable quick and easy access to regularly 
updated information for as long as Covid-19 
remains a threat to our community

- build online communities supporting patients 
and families

- build an online platform to enable our 
organisational members to collaborate with the 
aim of building resilience while working together 
to shape policy and provision for our collective 
community.
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THE YEAR AHEAD 

The pandemic is likely to have a lasting effect on 
the ways we work and on our income. We have 
produced an addendum to our risk register to 
enable us to mitigate against the risks posed. 

At the beginning of April we furloughed a number 
of staff, retaining a core contingent essential 
to meet the most immediate needs of our 
programmes of work and to develop and deliver 
a service to our wider community during the 
pandemic. We also began the process of re-
imagining and re-developing our services and 
projects so that they might be delivered safely 
and effectively in light of the risks and restrictions 
imposed by Covid-19.

As we move through our next financial year, we 
will continue to place a premium on securing 
the long-term viability of our organisation. Our 
approach will be three-fold. We will:

- Continue to adapt our projects and ways of 
working to virtual and remote delivery, to 
mitigate against present and future threats.

- Implement our new fundraising strategy while 
reducing our core costs wherever possible. 

- Carry forward the learning from our successful 
Covid-19 programme to maintain high levels 
of engagement and new ways of collaborating 
with our wider community and our wider 
networks.

Our priorities for 2020/21

As lockdown eases and we move into a new 
‘normal’ the fears of the genetic, rare and 
undiagnosed community (many of whom are still 
shielding or classed as clinically vulnerable) about 
being left behind increase. We will continue to 
maintain a constant dialogue with our community 
through regular virtual meetings, monitoring of 
enquiries and posts in our various social media 
forums to identify their priorities and key concerns. 

We will continue to develop the Covid-19 hub as 
a go-to source of information for the genetic, rare 
and undiagnosed community drawing on the 
breadth of knowledge and information available 
across the sector. 

2020 is the year that the future Framework for 
Rare Disease in the UK will be delivered. We will be 
participating in the design of this, and advocating 
for our community through our CEO’s role as a 
member of the editorial team and our Welsh and 
Scottish Policy and Engagement Managers’ roles 
on Rare Disease Implementation (and Oversight) 
Groups in their respective countries.

We will launch our major five-yearly patient 
experience survey to capture a baseline at this 
significant time, in order to measure impact 
against the new Framework and better hold the 
governments of the UK to account.

Cell and Gene Therapy is a key focus of innovation 
and emerging therapies now. Building on the 
success of our Talking About Genome Editing 
project of 2018, we want to ensure the community 
of people living with genetic, rare and undiagnosed 
conditions are ready to engage as equals in all 
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the conversations that will arise on this theme. 
We will deliver a series of online workshops that 
will equip our community to discuss and evaluate 
cell and gene therapy, and produce a report on 
the experience that will equip others to better 
communicate to our community.

Having launched two major campaign reports in 
2019-20 on access to medicines (Action for Access) 
and on newborn screening (Fixing the Present, 

Building for the Future), we will be focusing this 
year on pushing their clear messages to the new 
Parliament, and securing the changes they call for 
our community. 

We will continue to examine the impacts of 
Covid-19 on the communities we serve, publishing 
an impact report derived from UK data generated 
by the EURODIS Rare Barometer Covid-19 survey 
alongside evidence that we gather from the UK 
community. 

Our CEO, Jayne Spink
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Thank you to all our members and funders who 
have helped us to support the work we describe in 
this report.

Review of the financial position
Income: The results for the year are set out in 
the statement of financial activities on page 41.  
The total income for year was £804,434 (£750,554 
in 2019).
The increase in income is due to support provided 
by a small number of major funders as detailed in 
the notes to the Financial Statements.

Expenditure: Total expenditure for the year was 
£1,005,274 (£994,688 in 2019). 
There were small decreases in the spending on 
charitable activities through specific projects 
and information and education, however, this 
was offset by an increase in the amount we spent 
on seeking to raise more funds and diversify our 
funding base.

Surplus/Deficit: Our final financial position for 
the year across all funds is a deficit of £200,840 
(deficit of £244,134 in 2019).  The majority of the 
deficit is driven by a deficit on our unrestricted 
funds of £144,667 (compared to a surplus of 
£19,980 in 2019).

Reserves Policy
Total reserves at the end of the financial year are 
£69,331 (£270,171 in 2019).

This is made up of restricted reserves of £24,553 
(£80,726 in 2019) and unrestricted reserves of 
£44,778 (£189,445 in 2019).

TREASURER’S LETTER AND FINANCIAL REVIEW  
31 March 2020

The decrease in restricted reserves is due to 
spending on specific projects of income recorded in 
prior periods as detailed in Note 17.

The decrease in unrestricted reserves is due to a 
failure to raise sufficient new funding to support 
the core cost base of the organisation.

The trustees have set a target in the medium 
term to hold unrestricted reserves that equate 
to approximately 6 months of unrestricted 
expenditure. Our current level of reserves falls 
significantly short of this and the Board and 
Executive are committed to an income generation 
and cost control plan that seeks to ensure that 
we maintain our essential services during these 
inherently uncertain times.

Conclusion
The financial year ended 31 March 2020 was 
a challenging one for Genetic Alliance UK.  In 
particular, a lack of success in securing the 
budgeted level of project funding meant that the 
Charity ended the year in a significantly worse 
financial position than anticipated.
The Covid-19 crisis, which emerged towards the 
end of the financial year and is ongoing, added 
further risks, however, the Executive Team have 
responded strongly.
New sources of income have been identified and 
secured and the cost base reviewed.  The year 
ahead will be a tough one, however, we are pleased 
that the Auditors have endorsed the view that 
Genetic Alliance UK remains a going concern and 
we will work to ensure that it continues to be there 
for all those who need us.

D A Ramsden  
Treasurer, Board of Trustees
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REFERENCE AND ADMINISTRATIVE DETAIL
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The charity is controlled by its governing 
document, a deed of trust, and constitutes a 
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defined by the Companies Act 2006. 

Registered company number 
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Auditors 
Nyman Libson Paul Chartered Accountants, 
Regina House, 124 Finchley Road, London, 
NW3 5JS 
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Events since the end of the year 
Information relating to events since the end of the year is given in the notes to the financial 
statements. 

Statement of trustees responsibilities 
The trustees (who are also the directors of Genetic Alliance UK Ltd for the purposes of company 
law) are responsible for preparing the Report of the Trustees and the financial statements in 
accordance with applicable law and United Kingdom Accounting Standards (United Kingdom 
Generally Accepted Accounting Practice). 

Company law requires the trustees to prepare financial statements for each financial year which 
give a true and fair view of the state of affairs of the charitable company and of the incoming 
resources and application of resources, including the income and expenditure, of the charitable 
company for that period.  

In preparing those financial statements, the trustees are required to: 

- select suitable accounting policies and then apply them consistently 
- observe the methods and principles in the Charity SORP 
- make judgements and estimates that are reasonable and prudent 
- prepare the financial statements on the going concern basis unless it is inappropriate to 

presume that the charitable company will continue in business. 
 

The trustees are responsible for keeping proper accounting records which disclose with 
reasonable accuracy at any time the financial position of the charitable company and to enable 
them to ensure that the financial statements comply with the Companies Act 2006. They are also 
responsible for safeguarding the assets of the charitable company and hence for taking 
reasonable steps for the prevention and detection of fraud and other irregularities. 

In so far as the trustees are aware: 

- there is no relevant audit information of which the charitable company’s auditors are 
unaware, and, 

- the trustees have taken all steps that they ought to have taken to make themselves aware 
of any relevant audit information and to establish that the auditors are aware of that 
information. 

Auditors 
The auditors, Nyman Libson Paul Chartered Accountants, will be proposed for re-appointment at 
the forthcoming Annual General Meeting. 

Report of the trustees, incorporating a strategic report, approved by order of the board of trustees, 
as the company directors, on 11 September 2020 and signed on the board’s behalf by: 

 

Liz Porterfield, Chair, Trustee.  
11 September 2020 
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INDEPENDENT AUDITORS REPORT 
Opinion 
We have audited the financial statements of Genetic Alliance UK Ltd for the year ended 31 March 
2020 set out on pages 40 to 57 which comprise the statement of financial activities, the balance 
sheet, the cash flow statement and the related notes, including a summary of significant 
accounting policies. The financial reporting framework that has been applied in their preparation 
is applicable law and United Kingdom Accounting Standards, including Financial Reporting 
Standard 102 The Financial Reporting Standard applicable in the UK and Republic of Ireland 
(United Kingdom Generally Accepted Accounting Practice). 

In our opinion the financial statements: 

- give a true and fair view of the state of the charitable company’s affairs as at 31 March 2020, 
and of its incoming resources and application of resources, including its income and 
expenditure, for the year then ended; 

- have been properly prepared in accordance with United Kingdom Generally Accepted 
Accounting Practice; and 

- have been prepared in accordance with the requirements of the Companies Act 2006, the 
Charities and Trustees’ Investment (Scotland) Act 2005 and regulations 6 and 8 of the 
Charities Accounts (Scotland) Regulations 2006 (amended). 

 

Basis for opinion 
We conducted our audit in accordance with International Standards on Auditing (UK) (ISAs (UK)) 
and applicable law. Our responsibilities under those standards are further described in the 
Auditor’s responsibilities for the audit of the financial statements section of our report. We are 
independent of the charitable company in accordance with the ethical requirements that are 
relevant to our audit of the financial statements in the UK, including the FRC’s Ethical Standard, 
and we have fulfilled our other ethical responsibilities in accordance with these requirements. We 
believe that the audit evidence we have obtained is sufficient and appropriate to provide a basis 
for our opinion. 

Material uncertainty relating to going concern 
We draw attention to note 1 in the financial statements, which indicates that the economic impact 
of the Covid-19 pandemic and related uncertainty may have a negative impact on the charity’s 
activities and financial position. As stated in note 1, these events and conditions, together with the 
recent deficit incurred by the charity indicate that a material uncertainty exists that may cast 
doubt on the charity’s ability to continue as a going concern. Our opinion is not modified in 
respect of this matter. 

Other information 
The trustees are responsible for the other information. The other information comprises the 
information included in the trustees’ annual report, other than the financial statements and our 
auditor’s report thereon. Our opinion on the financial statements does not cover the other 
information and, except to the extent otherwise explicitly stated in our report, we do not express 
any form of assurance conclusion thereon. 
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In connection with our audit of the financial statements, our responsibility is to read the other 
information and, in doing so, consider whether the other information is materially inconsistent 
with the financial statements or our knowledge obtained in the audit or otherwise appears to be 
materially misstated. If we identify such material inconsistencies or apparent material 
misstatements, we are required to determine whether there is a material misstatement in the 
financial statements or a material misstatement of the other information. If, based on the work we 
have performed, we conclude that there is a material misstatement of this other information, we 
are required to report that fact. 

We have nothing to report in this regard. 

Opinions on other matters prescribed by the Companies Act 2006 
In our opinion, based on the work undertaken in the course of the audit: 

- the information given in the Report of the Trustees for the financial year for which the 
financial statements are prepared is consistent with the financial statements; and 

- the Report of the Trustees has been prepared in accordance with applicable legal 
requirements. 

Matters on which we are required to report by exception 
In the light of the knowledge and understanding of the charitable company and its environment 
obtained in the course of the audit, we have not identified material misstatements in the Report of 
the Trustees and Accounts. 

We have nothing to report in respect of the following matters in relation to which the Companies 
Act 2006 and the Charities Accounts (Scotland) Regulations 2006 require us to report to you if, in 
our opinion: 

- adequate accounting records have not been kept or returns adequate for our audit have 
not been received from branches not visited by us; or 

- the financial statements are not in agreement with the accounting records and returns; or 
- certain disclosures of trustees’ remuneration specified by law are not made; or 
- we have not received all the information and explanations we require for our audit. 
- the trustees were not entitled to prepare the financial statements in accordance with the 

small companies’ regime and take advantage of the small companies’ exemption in 
preparing the Report of the Board of Trustees and Accounts. 

Responsibilities of trustees 
As explained more fully in the trustees’ responsibilities statement set out on page 36 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, and for such internal control as the trustees determine is necessary to enable 
the preparation of financial statements that are free from material misstatement, whether due to 
fraud or error. 

In preparing the financial statements, the trustees are responsible for assessing the charitable 
company’s ability to continue as a going concern, disclosing, as applicable, matters related to 
going concern and using the going concern basis of accounting unless the trustees either intend to 
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liquidate the charitable company or to cease operations, or have no realistic alternative but to do 
so. 

Our responsibilities for the audit of the financial statements 
We have been appointed auditor under section 44(1)(c) of the Charities and Trustees Investment 
(Scotland) Act 2005 and under the Companies Act 2006 and report in accordance with regulations 
made under those Acts. 

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

A further description of our responsibilities for the audit of the financial statements is located on 
the Financial Reporting Council’s website at www.frc.org.uk/auditorsresponsibilities. This 
description forms part of our Report of the Independent Auditors. 

Use of our report 
This report is made solely to the charitable company’s members, as a body, in accordance with 
Chapter 3 of Part 16 of the Companies Act 2006 and to the charity’s trustees, as a body, in 
accordance with Regulation 10 of the Charities Accounts (Scotland) Regulations 2006. Our audit 
work has been undertaken so that we might state to the charitable company’s members those 
matters we are required to state to them in an auditor’s report and for no other purpose. To the 
fullest extent permitted by law, we do not accept or assume responsibility to anyone other than 
the charitable company and the charitable company’s members as a body, for our audit work, for 
this report, or for the opinions we have formed. 

 

Jennifer Pope (Senior Statutory Auditor) 
for and on behalf of Nyman Libson Paul Chartered Accountants  
Regina House, 124 Finchley Road, London, NW3 5JS 
11 September 2020 
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STATEMENT OF FINANCIAL ACTIVITIES FOR THE YEAR 
ENDED 31 MARCH 2020 
 

 
   

Unrestricted 
funds 

 
Restricted 
funds 

2020 
Total funds 

 2019 
Total funds 

Notes
s 

 £ £ £  £ 
INCOME AND ENDOWMENTS FROM       
Donations and legacies 2 254,229 - 254,229  168,478 

Charitable activities 
Specific Project Work 

5  
- 

 
482,852 

 
482,852 

  
496,809 

Other trading activities 3 66,453 - 66,453 
 

84,083 
Investment income 4 900 - 900  1,184 

Total 
 

321,582 482,852 804,434 
 

750,554 

 
EXPENDITURE ON 

      

Raising funds 6 112,409 924 113,333  83,837 

Charitable activities 7 
     

Specific Project Work  195,903 540,766 736,669  748,107 
Information and Education  155,272 - 155,272  162,744 

Total 
 

463,584 541,690 1,005,274 
 

994,688 

NET INCOME/(EXPENDITURE)  (142,002) (58,838) (200,840) 
 

(244,134) 

Transfers between funds 17 (2,665) 2,665 - 
 

- 

Net movement in funds 
 

(144,667) (56,173) (200,840) 
 

(244,134) 

RECONCILIATION OF FUNDS       

Total funds brought forward  189,445 80,726 270,171 
 

514,305 

TOTAL FUNDS CARRIED FORWARD 
 

44,778 24,553 69,331 
 

270,171 

 

The notes form part of these statements 
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CURRENT ASSETS 

 
Notes 

2020 
£ 

 
2019 
£ 

Debtors 13 146,855  79,101 
Cash at bank  112,055  294,414 

  258,910 
 

373,515 

CREDITORS 
Amounts falling due within one year 

 
14 

 
(189,579) 

  
(103,344) 

NET CURRENT ASSETS 
 69,331 

 
270,171 

 
TOTAL ASSETS LESS CURRENT 
LIABILITIES 

  
 
69,331 

  
 
270,171 

NET ASSETS 
 

69,331 
 

270,171 

FUNDS 
Unrestricted funds 

17  
44,778 

  
189,445 

Restricted funds  24,553  80,726 

TOTAL FUNDS 
 

69,331 
 

270,171 

 
 
 
 
The financial statements were approved by the Board of Trustees and authorised for issue on 11 
September 2020 and signed on its behalf by: 

 

Liz Porterfield, Chair, Trustee 
11 September 2020 
 
  

BALANCE SHEET 31 MARCH 2020 

The notes form part of these statements 
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  2020  2019 

 Notes £  £ 
     

Cash flows from operating activities  
   

Cash generated from operations 1 (183,259)   (264,720) 

Net cash used in operating activities  (183,259)   (264,720) 
        

Cash flows from investing activities        

Interest received  900    1,184  

Net cash provided by investing activities  900    1,184  
        
        

Change in cash and cash equivalents 
in the reporting period 

 (182,359)   (263,536) 

        
        

Cash and cash equivalents at the 
beginning of the reporting period 

  294,414     557,950  

        

Cash and cash equivalents at the end 
of the reporting period 

  112,055     294,414  

 
  

CASH FLOW STATEMENT FOR YEAR ENDED 31 MARCH 
2020 

The notes form part of these statements 
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1. RECONCILIATION  OF  NET  EXPENDITURE  TO  NET  CASH FLOW  FROM  OPERATING 
ACTIVITIES 

 2020 
£ 

 2019 
£ 

Net expenditure for the reporting period (as per the Statement    
of Financial Activities) (200,840)  (244,134) 
Adjustments for:    
Interest received (900)  (1,184) 
Increase in debtors (67,754)  (58,708) 
Increase in creditors 86,235  39,306 

Net cash used in operations (183,259) 
 

(264,720) 

 
 
 

2. ANALYSIS OF CHANGES IN NET FUNDS  
 
 

Net cash 

At 1/4/19 
£ 

 
Cash flow 
£ 

At 31/3/20 
£ 

Cash at bank and in hand 294,414  (182,359) 112,055 

Total 294,414 
 

(182,359) 112,055 

  

NOTES TO THE CASH FLOW STATEMENT FOR YEAR 
ENDED 31 MARCH 2020 

The notes form part of these statements 
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1. Accounting policies 
 

Basis of preparing the financial statements 
The financial statements of the charitable company, which is a public benefit entity under FRS 102, 
have been prepared in accordance with the Charities SORP (FRS 102) ‘Accounting and Reporting by 
Charities: Statement of Recommended Practice applicable to charities preparing their accounts in 
accordance with the Financial Reporting Standard applicable in the UK and Republic of Ireland 
(FRS 102) (effective 1 January 2015)’, Financial Reporting Standard 102 ‘The Financial Reporting 
Standard applicable in the UK and Republic of Ireland’ and the Companies Act 2006. The financial 
statements have been prepared under the historical cost convention. 

Going Concern 
The charity incurred an unrestricted deficit for the year of £144,667 leaving unrestricted reserves 
carried forward at 31 March 2020 of £44,778.

In early 2020, as a result of the forecast deficit, the trustees had begun to undertake a number of 
initiatives and steps to improve the financial health of the charity but now also face additional 
challenges arising from the economic and other consequences of the Covid-19 pandemic. 
 
The Trustees have now reviewed the circumstances of the charity and prepared updated 
appropriate budgets, forecasts and projections for the next 12 months. They have secured 
appropriate funding but consider that although adequate liquid resources will be available to fund 
the activities of the charity for the foreseeable future, there is also an element of uncertainty. 
Although the potential effects of the pandemic have been modelled in the budgets and forecast, it 
is very difficult to determine the assumptions, particularly with regard to income, that will prove to 
be most appropriate and therefore there is an element of uncertainty that cannot be quantified. 
 
Accordingly, the trustees consider it appropriate for the charity to continue to adopt the going 
concern basis in preparing its financial statements, but with the proviso that there is significant 
uncertainty. 

Income 
All income is recognised in the Statement of Financial Activities once the charity has entitlement to 
the funds, it is probable that the income will be received and the amount can be measured reliably. 
Donations are accounted for when received and membership subscriptions on a receivable basis. 
Grants are accounted for on an accrual basis and are allocated to income arising from Charitable 
Activities. Investment income is recognised on receivable basis. We do not accept any income that 
is contingent on the charity carrying out work on behalf of a third party that would be counter to 
the interests of patients and families with genetic disorders or which would compromise the 
independence of the strategy endorsed by the Board of Trustees. 
 

NOTES TO THE FINANCIAL STATEMENTS FOR YEAR 
ENDED 31 MARCH 2020 
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Expenditure 
Liabilities are recognised as expenditure as soon as there is a legal or constructive obligation 
committing the charity to that expenditure, it is probable that a transfer of economic benefits will 
be required in settlement and the amount of the obligation can be measured reliably. Expenditure 
is accounted for on an
accruals basis and has been classified under headings that aggregate all cost related to the 
category. Where costs cannot be directly attributed to particular headings they have been 
allocated to activities on a basis consistent with the use of resources. 
a) Cost of generating funds - this comprises costs incurred by the charity associated with attracting 
voluntary income to finance charitable objectives 
b) Charitable expenditure - this comprises all expenditure incurred by the charity in the delivery of 
its activities and services relating to the projects undertaken and includes specific staff and costs. 
 
Expenditure 
c) Support costs - this comprises central costs including salaries, accommodation costs and other 
expenses necessary to support the activities. These costs have been allocated to each activity on a 
basis consistent with the use of resources. 
d) Governance costs - this comprises all costs associated with meeting the constitutional and 
statutory requirements of the charity. 
 
Taxation 
The charity is exempt from corporation tax on its charitable activities. 
 
Fund accounting 
Restricted funds are accounted for in accordance with the particular terms of trust arising from 
express or implied wishes of donors and grant making bodies in so far as these are binding on the 
trustees. Unrestricted funds are available for use at the discretion of the trustees in furtherance of 
the general objects of the charity. 
 
Debtors 
Trade and other debtors are recognised at the settlement amount due, prepayments are valued at 
the amount prepaid and accrued grant income is measured as the amount agreed with the grantor. 
 
Creditors and Provisions 
Creditors are creditors and provisions, recognised where the Charity has a present obligation 
resulting from a past event that will probably result in the transfer of funds to a third party and the 
amount due to settle the obligation can be measured or estimated reliably. 
 
Financial instruments 
The Charity only has financial assets and financial liabilities of a kind that qualify as basic financial 
instruments, these are cash at bank, debtors and creditors (see notes 13 and 14). Basic financial 
instruments are initially recognised at transaction value and subsequently measured at their 
settlement. 
 
Foreign currencies 
Monetary assets and liabilities denominated in foreign currencies are translated into sterling at 
rates of exchange ruling at the balance sheet date. Transactions in foreign currencies are translated 
into sterling at the rate ruling on the date of the transactions. There was an unrealised exchange 
loss of 
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£312 (2019 gain £2,042) recognised in these notes to the statement of financial activities in respect 
of EU funded projects. 
 
Operating leases 
Rentals under operating lease are charged to the statement of financial activities on a straight-line 
basis over the lease term. 
 
Pension costs and other post-retirement benefits 
The Charity contributes to the personal pension scheme of the staff member’s choice. The Charity 
contributes 7% of the salary to the pension scheme when staff contribute 3% or more to it. 
  
Significant estimates and judgements 
The preparation of the financial statements requires management to make judgements, estimates 
and assumptions that affects the amounts reported for assets and liabilities as at the reporting 
date and the amounts reported for revenues and expenses during the year. However, the nature of 
estimation means that actual outcomes could differ from those estimates. 
 
Accruals 
The charity makes an estimate of accruals at the year-end based on invoices received after the year 
end and work undertaken which has not been invoiced based on quotations or estimates of 
amounts that may be due for payment. 
 
 

2. Donations and legacies 
 Restricted 

 
Unrestricted 

 
Total Funds 

 
Total Funds 

 Funds 2020  Funds 2020  2020  2019 
 £  £  £  £ 
SWAN UK: General Donations   65,667  65,667  71,862 
Rare Disease UK: General Donations   16,761  16,761  17,715 
Other Donations   15,171  15,171  28,901 
Wellcome Trust   95,000  95,000  50,000 
Department of Health and Social Care   20,000  20,000  - 
Public Health England   25,000  25,000  - 
In House Events - Rare Disease Day   16,630  16,630  - 

  
 

 254,229 
 

254,229 
 

168,478 

 

3. Other trading activities 
 2020  2019 
 £  £ 
Conference & Other Receipts 53,934  70,427 
HFEA - Net Contribution 12,519  13,656 
 66,453  84,083 

 
Other trading income of £53,934 for Conference and Other Receipts and £12,519 for HFEA - Net 
contribution is all unrestricted income (2019: £70,427 for Conference and Other Receipts and 
£13,656 for HFEA - Net contribution were unrestricted income). 
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4. Investment income 
 2020  2019 
 £  £ 

Deposit account interest 900  1,184 

Interest received of £900 is all unrestricted income (2019: £1,184 was unrestricted income). 
 

5. Income from charitable activities 
 

 
Activity 

Grants Specific Project Work 

   2020 
£  
482,852 

 2019 
£  
496,809 

 
Grants received, included in the above, are as follows: 
 

    2020  2019 
    £  £ 

RD PSPs    5,000  - 
Newborn Screening Patient Charter    -  91,789 
Concord    64,563  75,249 
Genomic Data    3,042  - 
SWAN UK: BLF England    21,141  - 
Resetting the Model    46,000  75,000 
Rare Disease UK    224,950  157,947 
Rare Disease Day    73,750  84,352 
Solve-RD    9,906  12,472 
Talking about Gene Therapy    26,500  - 
Resetting the Model - Phase 2    8,000  - 

    
482,852 

 
496,809 

 

6. Raising funds 
 

  Unrestricted     

                                                                                                  Restricted  Funds  Total Funds  Total Funds 
 Other trading activities Funds 2020  2020  2020  2019 
                                                                                                   £   £  £  £ 
 Staff Costs                                                                            0  68,527  68,527  51,342 
 Fundraising                                                                         0  4,769  4,769  15,465 
 Social Media                                                                        0  0  0  586 
 Communication                                                                 924  5,566  6,490  15,736 
 Miscellaneous Purchases                                              0  33,547  33,547  0 
 Advertising                                                                           0  0  0  708 

 
 

112,409 
 

113,333 
 

83,837 

 
 
 

  

924 
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7. Charitable activities costs 
 

Costs directly 
allocated to 
activities Fundraising  

Membership, 
information 
& education  Governance  

Unrestricted 
funds  

Restricted 
funds  

Total 
2020  

Total 
2019 

 £  £  £  £  £  £  £ 

              
Specific 
project work               
              
Staff Costs       124,277   293,961   418,238   463,687  
Consultancy & 
professional 
fees       4,213   62,340   66,553   18,097  
Conferences & 
events       11,872   35,369   47,241   64,662  
Travel & 
Subsistence       13,726   18,648   32,374   33,550  

              
Website       1,656   5,170   6,826   7,249  
Other 
attributable 
costs       18,267   32,607   50,874   62,710  

              
Support costs 
in relation to 
activities              
              
Staff Costs 68,527   76,527   16,604     34,852   196,510   168,105  
Occupancy & 
administration 
costs   18,446   15   23,447   58,748   100,656   118,227  
Other 
attributable 
costs 43,882       (1,558)    42,324   27,188  
Travel & 
subsistance     28       28   1,968  
Legal & 
professional           -  - 
Audit & 
accountancy 
fee     43,650       43,650   29,245  
Allocation of 
Governance 
costs   60,299   (60,299)      -  - 

              
 112,409   155,272   -  195,900   541,693   1,005,274   994,688  
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8. Support costs 
 

 Finance Governance costs Totals 

 £  £  £ 

              Specific Project Work 6 -  6 

              Information and Education 653 43,650  44,303 

 659 43,650  44,309 

 
9. Net income/(expenditure) 

 
Net income/(expenditure) is stated after charging/(crediting):     

 
 

Auditors’ remuneration 

 
2020 
£ 
7,200 

 
2019 
£  
7,200 

Other operating leases  5,887  6,527 

 

10. Trustees’ remuneration and benefits 
 
There were no trustees’ remuneration or other benefits for the year ended 31 March 2020 nor 
for the year ended 31 March 2019. 

 
Trustees’ expenses 

 2020 
£ 

 2019 
£ 

Trustees’ expenses 43  284 
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11. Staff costs 
 

 2020  2019 
 £  £ 
                  Wages and salaries 528,270  548,281 
                  Social security costs 49,269  51,996 
                  Other pension costs 37,209  31,515 

 
614,748 

 
631,792 

 
 
 
 
 

 
Cost of key management personal  

 2020  2019 
 £  £ 
Wages and salaries 209,441  234,561 
Social security costs 24,248  26,554 
Pension costs 12,771  14,067 

 
246,460 

 
275,182 

 
 
The average monthly number of employees during the year was as follows: 

 
 2020 

 
2019 

Average number of employees 22  19 

 

The number of employees whose employee benefits (excluding employer pension costs) 
exceeded £60,000 was: 
 

 2020 2019 
£60,001 - £70,000.  1 1 

 

  

The key management are the Chief Executive, the Director of Policy, the Director of 
Research, the Director of Support and the Director of Fundraising. 
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12. Comparatives for the statement of financial activities 

  
Unrestricted 
Funds  

Restricted 
Funds  

Total 
Funds 

  £  £  £ 

       
INCOME AND ENDOWMENTS FROM       
Donations and legacies  168,478   -  168,478  

       
Charitable activities       
Specific Project Work  -  496,809   496,809  

       
Other trading activities  84,083   -  84,083  

Investment income  1,184   -  1,184  

       
Total  253,745   496,809   750,554  

       
EXPENDITURE ON       
Raising funds  82,658   1,179   83,837  

       
Charitable activities       
Specific Project Work  82,507   665,600   748,107  

Information and Education  162,744   -  162,744  

       
Total  327,908   666,780   994,688  

       
NET INCOME/(EXPENDITURE)  (74,163)  (169,971)  (244,134) 

       
Transfers between funds  94,143   (94,143)  - 

Net movement in funds  19,980   (264,114)  (244,134) 

       
RECONCILIATION OF FUNDS       
Total funds brought forward  169,465   344,840   514,305  

       
TOTAL FUNDS CARRIED FORWARD   189,439   80,732   270,171  
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13. Debtors: Amounts falling due within one year 
 

  2020  2019 
  £  £ 

Trade debtors  66,665  41,732 
Other debtors  -  102 
Prepayments and accrued income  62,390  19,467 
Prepayments  17,800  17,800 

  
146,855 

 
79,101 

 
 

14. Creditors: Amounts falling due within one year 
 
  2020  2019 

  £  £ 

Trade creditors  87,442   58,972  
Social security and other taxes  27,054   11,876  

Other creditors  4,851   13,246  

Accrued expenses  70,232   19,250  

     
  189,579   103,344  

 
 
15. Leasing agreements 

 
OPERATING LEASE COMMITMENTS     

 

At 31 March 2020 the charity had future minimum lease payment under non- cancellable operating 
leases as follows: 

 2020  2019  2020  2019 
Buildings  Buildings  Equipment  Equipment 

Expiry Date: £  £  £  £ 
Not later than one year 0  19,467  5,839  5,839 
Later than 1 year and not later than 5        
years     6,464  12,303 

 
0 

 
19,467 

 
12,303 

 
18,142 
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16. Analysis of net assets between funds 
 

  
Unrestricted 
funds 

 
Restricted 
funds 

2020 
Total 
funds 

2019 
Total 
funds 

£ £ £ £ 
Current assets 193,394 65,516 258,910 373,515 
Current liabilities (148,616) (40,963) (189,579) (103,344) 

 
44,778 24,553 69,331 270,171 

 
17. Movement in funds 

  Net Transfers  
  movement between At 
 At 1/4/19 in funds funds 31/3/20 
 £ £ £ £ 

Unrestricted funds     
General fund 90,312 (43,598) (1,936) 44,778 
Rare Disease UK General Donations 18,072 (17,955) (117) - 
SWAN UK: General Donations 81,061 (80,449) (612) - 

 
189,445 (142,002) (2,665) 44,778 

Restricted funds 
SWAN UK: BLF England 

 
21,141 

 
(21,141) 

 
- 

 
- 

Rare Disease Day 2018 20,000 (19,972) - 28 
Fresh Steps Scotland - (117) 117 - 
Resetting the Model 10,000 3,047 - 13,047 
Solve-RD 3,350 (5,286) 1,936 - 
Concord - 1,061 - 1,061 
RD PSPs 26,235 (19,354) - 6,881 
SWAN UK: Dad’s Forum - (612) 612 - 
Genomic Data - 42 - 42 
Talking about Gene therapy - 3,494 - 3,494 

 
80,726 (58,838) 2,665 24,553 

TOTAL FUNDS 270,171 (200,840) - 69,331 

 
 

Net movement in funds, included in the above are as follows: 
 

 Incoming 
resources 

Resources 
expended 

Movement in 
funds 

£ £ £ 
Unrestricted funds 
General fund 

 
222,524 

 
(266,121) 

 
(43,597) 

Rare Disease Day 2018 16,630 (16,630) - 
Rare Disease UK General Donations 16,761 (34,716) (17,955) 
SWAN UK: General Donations 65,667 (146,117) (80,450) 

 
321,582 (463,584) (142,002) 

Restricted funds    
SWAN UK: BLF England 21,141 (42,282) (21,141) 
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Rare Disease UK 224,950 (224,950) - 
Rare Disease Day 2018 73,750 (93,722) (19,972) 
Fresh Steps Scotland - (117) (117) 
Resetting the Model 54,000 (50,953) 3,047 
Solve-RD 9,906 (15,192) (5,286) 
Concord 64,563 (63,502) 1,061 
RD PSPs 5,000 (24,354) (19,354) 
SWAN UK: Dad’s Forum - (612) (612) 
Genomic Data 3,042 (3,000) 42 
Talking about Gene therapy 26,500 (23,006) 3,494 

 
482,852 (541,690) (58,838) 

TOTAL FUNDS 804,434 (1,005,274) (200,840) 

 
 
Comparatives for movement in 
funds 
 
 
 

  
 
Net 
movement 

 
 
Transfers 
between 

 
 
 
At 

 At 1/4/18 in funds funds 31/3/19 
 £ £ £ £ 
Unrestricted funds 
General fund 

 
169,465 

 
(79,153) 

 
- 

 
90,312 

Rare Disease UK General Donations - 18,072 - 18,072 
SWAN UK: General Donations - (13,082) 94,143 81,061 

 
169,465 (74,163) 94,143 189,445 

Restricted funds     
SWAN UK: General Donations 94,143 - (94,143) - 
SWAN UK: BLF England 21,482 (341) - 21,141 
Rare Disease UK 63,961 (63,961) - - 
RDUK General Donations 13,340 (13,340) - - 
Rare Disease Day 2018 - 20,000 - 20,000 
Fresh Steps Scotland 8,762 (8,762) - - 
Resetting the Model 39,694 (29,694) - 10,000 
Newborn Screening Patient Charter 5,000 (5,000) - - 
Solve-RD - 3,350 - 3,350 
RD PSPs 53,901 (27,666) - 26,235 
SWAN UK: Dad’s Forum 2,500 (2,500) - - 
Engagement 42,057 (42,057) - - 

 
344,840 (169,971) (94,143) 80,726 

TOTAL FUNDS 514,305 (244,134) - 270,171 
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Comparative net movement in funds, included in the above are as follows: 
 

 Incoming 
resources 

Resources 
expended 

Movement 
in funds 

£ £ £ 
Unrestricted funds 
General fund 

 
163,811 

 
(242,964) 

 
(79,153) 

Rare Disease UK General Donations 18,072 - 18,072 
SWAN UK: General Donations 71,862 (84,944) (13,082) 

 
253,745 (327,908) (74,163) 

Restricted funds    
SWAN UK: BLF England 86,789 (87,130) (341) 
Rare Disease UK 157,947 (221,908) (63,961) 
RDUK General Donations - (13,340) (13,340) 
Rare Disease Day 2018 62,000 (42,000) 20,000 
Fresh Steps Scotland 22,352 (31,114) (8,762) 
Resetting the Model 75,000 (104,694) (29,694) 
Newborn Screening Patient Charter 5,000 (10,000) (5,000) 
Solve-RD 12,472 (9,122) 3,350 
Concord 47,873 (47,873) - 
RD PSPs - (27,666) (27,666) 
SWAN UK: Dad’s Forum - (2,500) (2,500) 
Engagement - (42,057) (42,057) 
Genomic Data 27,376 (27,376) - 

 
496,809 (666,780) (169,971) 

TOTAL FUNDS 750,554 (994,688) (244,134) 

 
 

A current year 12 months and prior year 12 months combined position is as follows: 
 

   
Net movement 

Transfer 
between 

 
At 

At 1/4/18 
£ 

in funds 
£ 

 funds 
 £ 

31/3/20 
£ 

Unrestricted funds     
General fund 169,465 (122,751) (1,936) 44,778 
Rare Disease UK General Donations - 117 (117) - 
SWAN UK: General Donations - (93,531) 93,531 - 

 
169,465 (216,165) 91,478 44,778 

Restricted funds     
SWAN UK: General Donations 94,143 - (94,143) - 
SWAN UK: BLF England 21,482 (21,482) - - 
Rare Disease UK 63,961 (63,961) - - 
RDUK General Donations 13,340 (13,340) - - 
Rare Disease Day 2018 - 28 - 28 
Fresh Steps Scotland 8,762 (8,879) 117 - 
Resetting the Model 39,694 (26,647) - 13,047 
Newborn Screening Patient Charter 5,000 (5,000) - - 
Solve-RD - (1,936) 1,936 - 
Concord - 1,061 - 1,061 
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RD PSPs 53,901 (47,020) - 6,881 
SWAN UK: Dad’s Forum 2,500 (3,112) 612 - 
Engagement 42,057 (42,057) - - 
Genomic Data - 42 - 42 
Talking about Gene therapy - 3,494 - 3,494 

 
344,840 (228,809) (91,478) 24,553 

TOTAL FUNDS 514,305 (444,974) - 69,331 

 
 

A current year 12 months and prior year 12 months combined net movement in funds, included 
in the above are as follows: 

 
 Incoming 

resources 
Resources 
expended 

Movement in 
funds 

£ £ £ 
Unrestricted funds    
General fund 386,335 (509,085) (122,750) 
Rare Disease Day 2018 16,630 (16,630) - 
Rare Disease UK General Donations 34,832 (34,715) 117 
SWAN UK: General Donations 137,529 (231,061) (93,532) 

 
575,326 (791,491) (216,165) 

Restricted funds    
SWAN UK: BLF England 107,930 (129,412) (21,482) 
Rare Disease UK 382,897 (446,858) (63,961) 
RDUK General Donations - (13,340) (13,340) 
Rare Disease Day 2018 135,750 (135,722) 28 
Fresh Steps Scotland 22,352 (31,231) (8,879) 
Resetting the Model 129,000 (155,647) (26,647) 
Newborn Screening Patient Charter 5,000 (10,000) (5,000) 
Solve-RD 22,379 (24,315) (1,936) 
Concord 112,436 (111,375) 1,061 
RD PSPs 5,000 (52,020) (47,020) 
SWAN UK: Dad’s Forum - (3,112) (3,112) 
Engagement - (42,057) (42,057) 
Genomic Data 30,418 (30,376) 42 
Talking about Gene therapy 26,500 (23,006) 3,494 

 
979,662 (1,208,471) (228,809) 

TOTAL FUNDS 1,554,988 (1,999,962) (444,974) 

 

Each fund is for a specific project or specific areas of activity for which Genetic Alliance UK receives 
one or more restricted grants or donations. 

 

18. Related party disclosures 
 

There were no related party transactions for the year ended 31 March 2020. 
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19. Post balance sheet events 
 

Since 31 March 2020, the Covid-19 pandemic has caused severe financial impact throughout the 
economy. By the beginning of April, the charity had closed its office and furloughed a number of 
employees, retaining a core contingent essential to meet the most immediate needs of programmes 
of work and to develop and deliver a service to the wider community during the pandemic. The charity 
also began the process of re-imagining and re-developing its services and projects so that they might 
be delivered safely and effectively in light of the risks and restrictions imposed by the pandemic. 

 
The pandemic is ongoing and it is not possible to reliably estimate its duration and impact on the 
financial position and results of the charity in future periods. 
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GATA2 Deficiency Support Group
Action Duchenne
Action Medical Research
Action on Gilbert’s Syndrome
Addison’s Disease Self-Help Group
Adrenal Hyperplasia Network
Albinism Fellowship UK/Ireland
Alex, The Leukodystrophy Charity (Alex TLC)
ALK Positive Lung Cancer UK
Alkaptonuria Society (AKU Society)
Alpha 1 awareness
Alpha-1 UK Support Group
Alport UK
Alström Syndrome UK
Amy and Friends
ANE International (Acute Necrotizing 
Encephalopathy)
Angelman UK
Aniridia Network
Annabelle’s Challenge
Anorchidism Support Group (ASG)
Antenatal Results and Choices (ARC)
Archangel MLD Trust
Association for Glycogen Storage Diseases UK (AGSD 
UK)
Ataxia UK
Ataxia-Telangiectasia Society
Bardet-Biedl Syndrome UK
Barth Syndrome UK
Batten Disease Family Association
Beat SCAD
Beckwith-Wiedemann Support Group UK
Behçet’s UK
BRCA Umbrella
British Heart Foundation
CADASIL Support UK
Cambridge Rare Disease Network
Cardiomyopathy UK
Cavernoma Alliance UK
CdLS Foundation UK and Ireland
Cerebrospinal Fluid (CSF) Leak Association
CGD Society
CHAMP1 Patient Support Group
Charcot-Marie-Tooth UK
Child Growth Foundation
Childhood Eye Cancer Trust
Childhood Tumour Trust
Children’s Hyperinsulinism Charity
Children’s Liver Disease Foundation

Children’s Mitochondrial Disease Network
Children’s Health Scotland
Congenital Adrenal Hyperplasia Support Group
Costello Kids
Cri Du Chat Syndrome Support Group
Cure and Action Tay-Sachs (CATS) Foundation
Cystic Fibrosis Trust
DC Action
DDD/C3G Renal Support Group UK
Dercum’s Disease and Rare Disease Foundation UK
Diamond Blackfan Anaemia Support Group UK
Dravet Syndrome UK
Duchenne Family Support Group
East Lancashire Community Genetics Team
East London Branch Sickle Cell Society
Ehlers-Danlos Support UK
Elijah’s Hope CIC
Fanconi Hope
FAP Gene
Fibromuscular Dysplasia Society Of UK & Ireland
Fibrous Dysplasia Support Society (FDSSUK)
Fight for Sight
Findacure
FND Hope UK
Fragile X
FSH Muscular Dystrophy Support Group
Fuchsfriends UK
Funny Lumps
Gauchers Association
Genetic Disorders UK
GIST Cancer UK
Gorlin Syndrome Group
HAE UK
Haemochromatosis UK
Haemophilia Society
Headlines Craniofacial Support UK
Hereditary Multiple Exostoses (HME) Support 
Group
Hereditary Spastic Paraplegia group
HNPP
Huntington’s Disease Association
Hypermobility Syndrome Association
Hypermobility UK
Ichthyosis Support Group
IIH UK
Inherited Prion Disease Support Group
Jeune Syndrome Foundation
Jnetics
KIF1a.org
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Kleefstra Syndrome
Krabbe UK
Leber’s Hereditary Optic Neuropathy Society
Lily Foundation
Lipodystrophy UK
Local Families with Bleeding Disorders
LPLD Alliance
Lynch Syndrome UK
Macular Society
Making It Better – The Daniel Courtney Trust
Marfan Trust
Mast Cell Action
Max Appeal
MEBO Research
Metabolic Support UK
Mike Matters
Moebius Research Trust
Motor Neurone Disease Association
MPGN/DDD SUPPORT GROUP
MPS Society
Multiple System Atrophy Trust
Muscle Help Foundation
Muscular Dystrophy UK
Myotubular Trust
NAITbabies
Narcolepsy UK
National Deaf Children’s Society
National Society for Phenylketonuria (UK) Ltd 
(NSPKU)
Nemaline Myopathy Support Group
Nephrotic Syndrome Trust (NeST)
Nerve Tumours UK
Niemann-Pick UK
NLRP12.COM
NMO Spectrum-UK
Noonan Syndrome Association
Noonan UK
Ocumel UK
Osteopetrosis Support Trust
PANS PANDAS UK
Parathyroid UK
Phelan-McDermid Syndrome Foundation UK
Pitt Hopkins UK
PNH Support Group
Polycystic Kidney Disease Charity
Prader Willi Syndrome Association UK
Primary Ciliary Dyskinesia (PCD) Family Support 
Group
Primary Immunodeficiencies (PID UK)
PSC Support Group
PTEN UK & Ireland Patient Group
Pulmonary Hypertension Association (PHA UK)
PXE Support Group
Rare Autoinflammatory Conditions Community 

(RACC)-UK
Rare Dementia Support
Rett UK
Reverse Rett
Ring20 Research & Support UK
SADS UK
Salivary Gland Cancer UK
Scleroderma & Raynaud’s UK
Sense Usher Service
Shwachman-Diamond Support UK
Sickle Cell Society
SOFT UK
Special Needs Jungle
Spinal Muscular Atrophy Support UK (SMAUK)
Spotlight YOPD
Stargardt’s Connected
Stickler Syndrome UK
Stiff Person Syndrome
Thalidomide Society
The AADC Research Trust
The Aarskog Foundation
The Aplastic Anaemia Trust
The British Porphyria Association
The Brittle Bone Society
The Children’s Hyperinsulinism Charity
The Fragile X Society
The Gauchers Association
The George Pantziarka TP53 Trust
The Maddi Foundation
The Smith-Magenis Syndrome (SMS) Foundation
The UK Mastocytosis Support Group
The Ultra Rare Disease Disorders And Disabilities 
Foundation
Thyroid UK
Timothy Syndrome Alliance
Tourettes Action
TreatSMA
TRPS Support Group UK
Tuberous Sclerosis Association
Turner Syndrome Support Society (UK)
UK LGLL (UK Large granular lymphocyte leukaemia)
UK Thalassaemia Society
UKPIPS
Unique
Vasculitis UK
VHL UK/Ireland
Williams Syndrome Foundation Limited
Wilson’s Disease Support Group UK
Wolfram Syndrome UK
Womb Cancer Support UK
Worster-Drought Syndrome Support Group
XLP Research Trust
XP Support Group
Yellow Brick Road Project (YBRP), Inc.




