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This year has been my first as Chair and in this 
capacity it is my privilege to commend to you the 
report of the Board of Trustees for the year ended 
31 March 2019. Our achievements and the size of 
our ambition, along with the breadth, volume and 
quality of outputs across the year belie the size of 
our organisation. 

We know that for many of our members and the 
people that they support, this has been a tough 
year. We have seen much upheaval and change. 
There have been positive and welcome advances 
as well as significant challenges and threats to 
care and research. It is critical that we continue 
to keep front and centre the lived experiences of 
patients and families as we strive to deliver impact 
for our community. 

This year we looked at our changing environment, 
scanned the horizon, reassessed our opportunities 
and consulted with our community. Having done 
so we took two significant actions; we developed 
and published our new five year strategy; and at 
our AGM we formalised with an amendment to our 
governing document our commitment across the 
genetic, rare and undiagnosed community. With 
our new strategy approved by the membership 
we are empowered to pursue our stated aims 
and objectives to drive progress, build greater 
awareness, and to build our community and  
our organisation. 

WELCOME FROM THE CHAIR

This year we have been proactive in publishing 
reports on mental health and social care, 
embarking on new projects that focus on 
genomic medicine, diagnosis, research priority 
setting, access to medicines and newborn 
screening. We have enhanced the value of 
membership whilst reviewing and constraining 
the costs of membership and in doing so have 
ensured that we deliver better value. We have 
further developed our support work for members 
of our growing SWAN UK community. In raising 
awareness of rare, genetic and undiagnosed 
conditions we have been more successful this 
year than in any previous. We have achieved 
these goals whilst continuing to work with policy 
makers, health care services and researchers 
across the UK providing vital patient voice, 
involvement, engagement and advocacy.

We have been able to deliver so many significant 
achievements this year because our community 
and our networks have proven strong despite the 
challenges we have collectively faced. It is with 
sincere gratitude that I offer formal thanks to 
all those who have worked with and for Genetic 
Alliance UK, to all who have supported our work 
both practically and financially and to those 
who have taken our messages and our evidence 
forward into the work they do with their own 
communities and professional spheres. As we 
reflect on the year passed, we look forward to the 
year ahead and to the work yet to come.

Rafael Yáñez 
Chair, Board of Trustees

Genetic Alliance UK ltd
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Genetic Alliance UK is the national charity 
working to improve the lives of patients 
and families affected by all types of genetic 
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.

Our mission is to work with organisations 
and individuals to ensure that the needs and 
preferences of all people affected by genetic, 
rare and undiagnosed conditions are recognised, 
understood and met.

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.

Members voting at AGM 2018

Genetic Alliance UK ltd
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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 rare disease 
issues.

Generating our evidence base
We have conducted a first of its kind study 
investigating the emotional and mental wellbeing 
of people living with a broad range of rare 
diseases assessing the services and support they 
receive. Our Mental Health Report was launched 
at Westminster to coincide with Mental Health 
Awareness Week (May 2018) and formed the basis 

ACHIEVEMENTS AND PERFORMANCE
Driving Progress

of our response to an inquiry by the All Party 
Parliamentary Group (APGG) on Mental Health. 
Our findings were subsequently presented at 
patient and academic conferences. Building on 
this work we have been approached to collaborate 
on a study to support mental health service 
development for children and young people with 
rare diseases.

Working to illuminate issues in relation to social 
care, we drew together published literature, UK 
survey data provided by EURORDIS-Rare Diseases 
Europe (the alliance of 862 patient groups), case 
studies sourced from our membership, and an 
information event hosted by the APPG on Rare, 
Genetic and Undiagnosed Conditions to highlight 
the social care experiences of rare disease patients 
and their families. We plan to launch our Social 
Care Report in 2019.

Stephen Twigg MP and Louise James at the launch of the Protect ERNs campaign

Genetic Alliance UK ltd
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Coordination of care required by people with 
rare, genetic and undiagnosed conditions has long 
been a priority for improving services, and we are 
pleased to be making substantial progress with 
the University College London (UCL) CONCORD 
project. Our collaboration with UCL began in 
June 2018. We are investigating how care can 
be coordinated for rare diseases, and what the 
preferences of patients, carers and professionals 
are. We are involved in all aspects of the research, 
and have established a patient/carer advisory 
group which is integrated with the research team. 
The data from initial interviews and workshops 
have been used to develop a major survey, to 
be launched in the summer of 2019. This study 
is funded by the National Institute for Health 
Research (NIHR).

As genomics technology progresses, and as the 
NHS starts to deliver its new Genomics Medicine 
Service, this is a critical time to ensure that rare 
disease patients receive the optimal benefit from 
these developments. Two new projects this year, 
SOLVE-RD and the ‘Genome sequencing and the 
NHS’ survey, have addressed this from different 
angles:

SOLVE-RD is a European partnership investigating 
both the technical and service delivery aspects 

of diagnosing those rare diseases that are the 
hardest to diagnose with genomics and other 
‘omics’ technologies. We are supporting the 
service delivery arm which brings together 
patients and professionals in a co-design process, 
and have established a patient/carer advisory 
group to work with the research team. This project 
is funded by Horizon 2020, a European Union 
Research and Innovation programme.

Genome sequencing and the NHS is a survey-
based research project commissioned and funded 
by Genomics England. Its aim is to find out 
more about people’s experiences of the 100,000 
Genomes Project and their views on the delivery 
of whole genome sequencing through the NHS, 
including the key issue of access to genomic data 
for research. More than 500 rare disease patients 
and carers responded. The final report will be 
launched in Summer 2019.

Our Mitochondrial Disease Priority Setting 
Partnership (PSP) supports a group of our 
members to determine their own research 
priorities and is making good progress. We have 
facilitated a group of our member organisations 
and clinicians with expertise in mitochondrial 
disease to come together and run this 
prioritisation exercise, which will identify the 

Mitochondrial disease PSP steering group members
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most pressing areas for research. The partnership 
has completed the first stage of its consultation 
with patients, carers and professionals, and will 
report early in 2020. The partnership is funded by 
Wellcome.

We have progressed work to improve access to 
rare disease medicines through our Resetting 
the Model project. This project aims to develop 
implementable solutions to address systemic 
issues relating to access to rare disease medicines 
in the NHS. During the reporting year we 
conducted more than 30 stakeholder interviews, 
undertook an examination and analysis of foreign 
systems and UK systems (including Cancer Drugs 
Fund and the voluntary scheme for branded 
medicines pricing and access) and developed our 
survey-based research methodology.

This year we began the process of developing 
a Patient Charter on Newborn Screening, 
undertaking extensive desk-based research, 
compiling case studies and convening a work-
shop to examine the evidence and put forward 
recommendations with the aim of advancing 
policy and practice in relation to newborn 
screening in the UK. The Newborn Screening 
Charter will be published in 2019.

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.

We have continued to provide secretariat services 
for the All Party Parliamentary Group (APPG) on 
Rare, Genetic and Undiagnosed Conditions which 
hosted the launch of our Mental Health Report 
in May 2018. This was followed by a Westminster 
meeting on the effect of Brexit on European 
Reference Networks (ERNs) at which delegates 
heard from eight speakers, including MPs, an Irish 
Senator and an MEP, about the value of ERNs to 
the UK and the EU-27. This meeting formed part of 
our Protect ERNs Campaign which we launched in 
October 2018. Parliamentarians were updated on 
the state of access to rare disease medicines in the 
UK and on progress with our Resetting the Model 
Project in December 2018. The APPG also hosted 
an evidence session for our work on social care in 
January 2019.

We had 12 face-to-face briefing meetings with 
parliamentarians on key issues alongside 
the development and distribution of nine 
Parliamentary briefings, including in-depth 
briefing on the effect of EU withdrawal on health 
and welfare and access to rare disease medicines.

During a week-long drop in event in Holyrood, 
34 MSPs engaged with members of our team 
on Genetic Alliance UK’s priorities in Scotland. 
Working with parliamentarians in Scotland we 
have continued to support the Cross Party 
Group (CPG) on Genetic, Rare and Undiagnosed 
Conditions. The CPG hosted the launch of the 
Genetic Alliance UK report on Children and Young 
People’s Experience of Rare Disease. This year 
the CPG has met to discuss the new ultra-orphan 
medicines fund with presentations from Scottish 
Medicine Consortium, Scottish Government 
and ourselves. The CPG has also discussed the 
future of UK involvement in European Reference 
Networks (ERNs) and has raised awareness of 
the Scottish Rare Disease Plan with the clinical 
community.

The beginning of the year saw us work in 
partnership with our member Unique to 
successfully deliver an amendment of the Data 
Protection Bill. This was extremely significant 
enabling the preservation of data held by patient 
organisations for the purposes of support and 
information and so delivering significant benefit 

We have progressed 
work to improve 
access to rare disease 
medicines through  
our Resetting the 
Model project
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to patient organisations and to the patients and 
families they support.

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

 – Development of 52 preimplantation genetic 
diagnosis support statements for the Human 
Fertilisation and Embryology Authority’s 
licensing process.

 – Responses to 10 consultations from the 
National Institute of Health and Social Care 
Excellence (NICE).

 – Responses to three UK National Screening 
Committee consultations on potential 
additions to the newborn screening 
programme.

 – Responses to two Department of Health 
and Social Care (DHSC) consultations, on 
charging for technology appraisal and 
highly specialised technology evaluations 
and miscellaneous amendments to NICE 
legislation and on cost effectiveness 
methodology for vaccination programmes.  

 – Responses to two NHS England consultations 
on the future workforce and on a Long Term 
Plan for the NHS.

 – Responses to two inquiries carried out by the 
Health and Social Care Committee on the 
Impact of a no-deal Brexit on Health (written 

and oral evidence) and on the availability of 
Orkambi to treat Cystic Fibrosis on the NHS.

 – A response to the Inquiry carried out by the 
Women and Equalities Committee (Commons) 
on Abortion law in Northern Ireland.

The Rare Disease UK’s Patient Empowerment 
Group (PEG) met three times, providing face-to-
face advice to NHS England’s Genomics Medicine 
Service, Public Health England and the Department 
of Health and Social Care. Many members of the 
group were in attendance with other Rare Disease 
UK supporters to give this message at the UK 
Forum for Rare Diseases Conference in November 
2018.

Genetic Alliance UK ltd

All Party Parliamentary Group on Rare, Genetic and Undiagnosed Conditions meeting on social care

The patient empowerment 
group’s focus this year  
has been on securing a refresh 
and review of the UK Strategy 
for Rare Diseases
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ACHIEVEMENTS AND PERFORMANCE
Building our Community

Representing and supporting our patient 
organisation members is at the heart of Genetic 
Alliance UK’s work. Our membership continues 
to grow and this year we welcomed 23 new 
patient organisation members, bringing our 
alliance to 209.

We strive to deliver real benefit to our 
membership by providing information and 
training opportunities for all sizes of organisation, 
from the large to the voluntary led. This year 
we provided eight webinars on topics that have 
included the impact of a no deal Brexit and GDPR 
for patient organisations. Our webinar series 
has also hosted external speakers to deliver 
presentations on ‘Genomics England after the 
100,000 Genome Project’ and ‘Working with NICE’s 
Public Involvement Programme’.  Responding to 
feedback, we launched a quarterly Policy Round 
Up webinar series - where the Genetic Alliance 
UK policy team discuss and share information 
on the most relevant policy topics to the patient 
organisation membership. These webinars 
attracted over 160 live attendees, with recordings 
being watched by many more organisations.

Although webinars are often an easy way 
to inform the membership at low cost, we 
understand the value of bringing together 
patient representatives for face to face activities. 
This year we have hosted workshops on how 
to work with parliament in collaboration with 
the Community Outreach and Engagement 
Team from the Houses of Parliament attended 

by 22 members.In collaboration with Wellcome 
Genome Campus and Wellcome Sanger Institute, 
patient organisation members and SWAN UK 
Parent Representatives, identified what patients 
and their families want and need to know about 
genome sequencing and started to develop 
materials to facilitate a dialogue about genome 
sequencing. We also organised a visit for 14 
patient representatives to the MRC Harwell 
Institute, a genetics research institute, where 
attendees met researchers and heard about 
their research, learnt about the use of mice as 
research models for genetic conditions and 
took part in interactive activities to learn about 
genetics and research tools. 

Our flagship one-day event, the Annual 
Conference, is our greatest opportunity each 
year to bring stakeholders together, and this year 
we welcomed over 180 attendees from across 
the field of genetics and rare disease. Professor 
Dame Sue Hill, Chief Scientific Officer for England, 
talked about the future of genomics in the NHS, 
and Professor Jill Clayton-Smith, Consultant 
Clinical Geneticist and leader of the EU network 
for Rare Congenital Malformations and Intellectual 
Disability, spoke on how the implementation of 
genomics changes the role of clinicians and their 
relationships with patients. In the afternoon we 
hosted five interactive workshops on topics such 
as working with the media and managing online 
communities. Feedback collected told us that 93% 
felt better informed, 92% felt more part of the 
patient community and 91% felt more empowered 
to support their community.

As part of our membership offering we also offer 
tailored individual support to our members, 
whether that be advice on how to conduct 
research, policy support or fundraising help. This 
year we held one to one meetings with 16 of our 
memberships in this capacity.

In November we launched a new initiative 
for members; Genetic Alliance UK matched 
postgraduate genetic counselling students from 
Cardiff University with member organisations 

Professor Dame Sue Hill speaking at our 
2018 conference

Genetic Alliance UK ltd
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looking to conduct research.

Our SWAN UK support network continues to 
thrive providing vital information and support 
for families with children and young people 
affected by undiagnosed genetic conditions. 
We welcomed 260 new members bringing our 
membership total to 2,745 parents. We now 
support 1,828 families across the UK.

Our volunteer Parent Representative programme, 
now in its sixth year, continues to grow and in 
addition to welcoming new Parent Representatives 
in North Wales and Portsmouth, our existing 
Parent Representatives have continued to develop 
essential links with services in their local areas. Also 
helping to facilitate contact between members by 
arranging opportunities for everyone to meet up, 
we held 82 events with over 700 children attending 
and many friendships forged between the over 600 
parents who attended.

Our engaged and motivated members continue 
to be a driving force in helping us develop the 
support we offer. We have particularly witnessed 
this in the growth of the Dads Group which 
now has 127 members and is extremely active. 
12 dads attended our second Dads’ Summit 
in March where we reviewed the results of our 

recent survey exploring dads experiences and 
brainstormed ideas for the future. More dads are 
also now taking part in wider aspects of the SWAN 
UK support network such as sharing their stories 
on our website and newsletters and talking about 
their experiences at our information events.  
Hosted at Great Ormond Street Hospital, Glasgow 
Royal Children’s Hospital, Manchester Children’s 
Hospital and the Royal Devon and Exeter Hospital, 
our information events are run in partnership with 
local NHS regional genetics centres and genomic 
medicine centres. 143 people attended our 
information events this year with approximately 
half of those attending being new members.

Some of our Parent Representatives continue to 
be more involved in the wider work of Genetic 
Alliance UK, in particular our #ProtectERNs 
campaign where our Parent Representative 
for the South West spoke at our Westminster 
event. Continuing on from their involvement in 
our ‘Talking about genome editing’ workshops, 
Parent Representatives also attended the IMGENE 
Summer School - Scientific Symposium event 
in Germany and presented at The Royal Irish 
Academy Life and Medical Sciences Committee’s 
conference on ‘Genome editing: technologies, 
potential and ethical implications’.

SWAN UK family enjoy Edinburgh Zoo Dream night

Genetic Alliance UK ltd
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Increasingly confident patient advocates, our 
Parent Representatives continue to undertake 
roles to represent the undiagnosed community 
including sitting on groups like West of England 
genomic medicine centre’s rare disease oversight 
group, Welsh rare disease strategy implementation 
group and presenting at events like NIHR Clinical 
Research Network Genetics Research Matters 
and the European Conference on Rare Diseases 
and Orphan Products (ECRD). Our Parent 
Representative for Hampshire has recently joined 
the Genomics England Participant panel and spoke 
at the Progress Educational Trust event ‘Talking 
genomics with patients’. They also ensure we 
have an active, on the ground, local presence by 
hosting regular stands at Family Fund and Parent 
Carer Forum events, and at Glasgow, Birmingham, 
Manchester and Bristol Children’s Hospital.

Our work with the SWAN UK community means 
we are a well respected authority on the needs 
of the undiagnosed community at a European 
level and internationally. The Director of Support 

was invited by Eurordis to co-chair theme one of 
the ECRD on ‘shaping the research and diagnostic 
landscape’ and with our CEO to attend the Illumina 
Patient Advocacy Summit bringing together key 
opinion leaders in the international rare disease 
community. Our Director of Research and Director 
of Support are also both on the project steering 
committee for the EU funded Solve RD project 
workstream package co-designing how to return 
results from genomic sequencing. As the chair of 
the Public Participation Involvement (PPI) group 
for this project, our Parent Representative for East 
Sussex has also recently joined the project steering 
committee.

Our annual national awareness event, 
Undiagnosed Children’s Day raised over £20,000. 
Members took part in various activities including 
hosting quizzes, completing virtual marathons, 
arranging dress down days at school and asking 
people to donate via Facebook.

Lauren Roberts on the closing panel for the European Conference on Rare Diseases 2018

Genetic Alliance UK ltd
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ACHIEVEMENTS AND PERFORMANCE
Building Greater Awareness

It is vital that this often complex field we work 
in is made understandable to our audiences, and 
that our digital presence remains relevant and 
user-friendly across all of our work. 

This year we invested in our new website, adding 
additional functionality and cleaning up the 
user interface for our members area. We added 
a shop and donate function to better support 
our fundraisers, and, behind the scenes, a better 
administrative console gives us more freedom to 
highlight content that’s important and the ability to 
do most website editing in house.  

This year we completed our pilot project to develop 
an early intervention toolkit, Rare Resources, for 
families of children with rare and undiagnosed 
conditions in Scotland. Based on 40 interviews and 
three focus groups, we then recruited 100 parents 
to test and update the toolkit before launching it at 
an event in Glasgow. Feedback from parents was 

incredibly positive and in response to requests from 
parents living in other parts of the UK we intend to 
produce a section for each of the UK home nations. 
We held our first focus group for the Wales version 
in Cardiff which was attended by eight parents.

We were also extremely pleased to be shortlisted 
and then highly commended at the Third Sector 
Awards for Communications Team of the Year. 
The judges commended the high volume and 
quality of our output with little resource.

The Genetic Alliance UK communications team 
have:

 – Produced 41 videos this year, mostly in 
house at zero cost. This has included five 
information videos - on subjects like GDPR for 
patient organisations, and audio versions of 
information leaflets.

 – Released 124 e-communications, 
producing monthly news updates, targeted 

Jayne Spink and Baroness Blackwood at the 2019 Rare Disease Day Westminster Reception
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In Wales we collaborated with the Wales Gene Park 
to deliver the fourth Annual Rare Disease Patient 
Network Meeting.

This year our Rare Disease Day parliamentary 
receptions performed particularly strongly. 
Our Westminster event was attended by 180 
delegates and 25 parliamentarians. Baroness 
Nicola Blackwood, keynote speaker, made three 
announcements at the event:

 – The Government’s intent to launch a new 
National Genomic Healthcare Strategy to 
ensure the UK is able to offer a world-leading 
predictive, preventative and personalised 
health and care service.

 – The launch of the DHSC progress report - 
reaffirming the commitment to European 
Reference Networks and stating there would be 
a rare disease ‘framework’ in place post 2020.

 – That NHS England will now implement its 
rare disease ‘insert’ to commissioning policies 
meaning that there will be a person responsible 
for coordinating care, that patients will have an 
‘alert card’, including information about their 
condition, treatment regime and contact details 
for the individual expert involved in their care 
and that paediatric patients will have an active 
transition to an appropriate adult service, even 
if that adult service is not the commissioning 
responsibility of NHS England.

At the Westminster reception we launched our 

communications, industry specific news and 
information for professionals working in the 
field.

 – Hosted 26 Twitter takeovers - allowing the 
experience of patients and carers to be heard 
and questions posed directly from our digital 
channels.

 – Worked with patients, organisations and carers 
to produce 80 blogs and family stories.

 – Gained 1,906, Twitter followers, 407 Facebook 
followers, 320 Instagram followers and had a 
1.4 million tweet reach for our Genetic Alliance 
UK output.

 – Gained 1,981 Twitter followers, 1.047, Facebook 
followers, 467 Instagram followers - 2.9 million 
tweet reach for our Rare Disease UK output.

 – Gained 726 Twitter followers, 1,252 Facebook 
followers, 159 Instagram followers - 737,000 
Tweets reach for our SWAN UK output.

This year we have, for the first time, invested 
energy and resources into maximising our media 
opportunities around the two awareness days - 
Rare Disease Day and Undiagnosed Children’s 
Day. This has seen a substantial uplift in coverage 
with 87 pieces of media coverage featuring 
Genetic Alliance UK in local, regional and national 
outlets.

This year’s Rare Disease UK annual meeting 
brought together 70 supporters of the Rare Disease 
UK Campaign to hear presentations on ‘Living 
with a rare condition: the effect on mental health’. 
The meeting included a presentation from Luke 
Pembroke, who lives with severe haemophilia B 
and Natasha Coates, an elite disability gymnast 
with mast cell activation syndrome. Our Rare 
Disease UK industry meeting included updates on 
Resetting the Model and Rare Disease Day activities 
alongside external presentations from Public 
Health England and Genomics England.

Our staff have attended over a hundred meetings 
on matters of policy relevance, including a dozen 
round tables and over 30 conferences as invited 
speakers. These meetings included the European 
Conference on Rare Diseases where we presented 
three posters and where our Director of Support 
served as co-theme lead on Structuring the 
Research & Diagnosis Landscape.

Genetic Alliance UK ltd
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‘Illuminating the Rare Reality’ report which 
brought together everything we have learned 
through research into how living with rare disease 
affects patients and carers. We also presented 
Baroness Blackwood with our letter to government 
to call for a refresh and review of the UK Strategy 
for Rare Diseases, which had been signed by 124 of 
our member organisations.

We also welcomed 105 attendees to our Senedd 
reception where the Cabinet Minister for Health 
and Social Care, Vaughan Gething AM, officially 
launched the 100,000 Genomes Project in Wales. 
The Scottish reception at Holyrood was a great 
success with over 100 attendees. Chaired by Bob 
Doris MSP, the event included an update on the 
Scottish Rare Disease Plan.

More broadly our Rare Disease Day celebrations 
were bigger than ever before. We are the UK 
coordinator for this international event. Celebrating 

Genetic Alliance UK ltd

its tenth year. Rare Disease Day 2019 was celebrated 
in the UK with a new concept – constellations. We 
‘Illuminated the Rare Reality’ through a public 
microsite that encouraged people to share their 
experience of living with a rare disease, and the 
launch of a SmartHub which allowed supporters 
to generate their own campaign assets with their 
logos and messages.

We are committed to increasing our press and 
media activity, extending our audience and the 
reach of our online media channels through 
creative and engaging content. We have produced a 
total of 42 informational and awareness videos, 
and generated 114 items of media coverage 
(across print, online, TV and radio). Our own social 
media outputs have been prolific and popular 
and have included a series of regular patient and 
guest blogs, and engaging outputs across Twitter 
(combined tweet views in excess of 5 million), 
Instagram and Facebook.

Genetic Alliance UK Chair at Royal Holloway University Rare Disease Day event
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ACHIEVEMENTS AND PERFORMANCE
Building our Organisation

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

Whilst Genetic Alliance UK charges membership 
fees proportionate to income for charities whose 
income exceeds £10,000 per annum, these fees 
represent less than 5% of our total income. Inline 
with our strategic aim to grow our fundraised 
income and develop new income streams, we 
have piloted new activities and re-energising 
our campaigns and relationships. As a result, 
by the end of this financial year our community 
fundraisers had exceeded our expectations (138% 
budget) and income from new activities collectively 
represents just over 4.5% of our total income.

The work within Building Awareness has meant 
there has been an increase in commercial entities 
approaching Genetic Alliance UK to explore 
opportunities. A proportion of these have been 
supporters or have delivered grants. We have also 
worked to expand our calendar of activities to 
ensure to increase the breadth of opportunities for 
volunteers to fundraise for us.

One of Genetic Alliance UK’s major strengths is 
the skill, experience and knowledge of its team. 
We have strong expertise in communications, 
fundraising, research, engagement, public affairs 
and policy which allows us to deliver the high-
quality work that we are known for. We have bases 
in London, Edinburgh and Cardiff, the latter as part 
of an agreement with the Wales Gene Park.

We have invested in the communication skills of 
our team, allocating funds for external services to 
train our teams to deliver these services in house. 
This will reduce costs in the future and will increase 
the quality of our communications output. This 
year saw Genetic Alliance UK move from offices 
within Great Ormond Street Hospital, to the CAN 

Genetic Alliance UK ltd

Mezzanine site near Old Street, which is exclusively 
for charities and social enterprises. This move has 
decreased our expenditure on meeting rooms and 
provided a home, which will allow us to expand and 
contract our team’s office requirements in line with 
the size of the London-based team.

The knowledge base of our team is being 
disseminated and stored for the future within 
secure cloud storage, which allows remote real 
time collaboration on work, and which quickly 
empowers newcomers to the team to access our 
knowledge base. This year also saw the beginning 
of the process to record our interactions with 
stakeholders on a bespoke database, which will 
provide opportunities to improve our interactions 
with stakeholders into the future.
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FUTURE PLANS

We will continue to develop member services and 
demonstrate member benefit - through increased 
training and learning opportunities. Building on 
the success of our Building Rare Communities 
project in 2017, we are seeking funding to support 
the roll out of a training programme to support 
new and fledgling groups. In the coming year, we 
will also be conducting our biennial membership 
survey.

Our policy team will focus on delivery of phase I 
of our Resetting the Model project and launch 
our patient charter on Newborn Screening. We 
will publish the findings of the patient experience 
work commissioned by Genomics England. 

We will continue our work with 
parliamentarians, continuing to provide the 
secretariat for the All Party Parliamentary Group 
(APPG) on Rare, Genetic and Undiagnosed 
Conditions. We will continue to support the Cross 
Party Group in Scotland and the launch of the 
Cross Party Group in Wales. 

The UK’s departure from the European Union 
will present challenges for the rare disease 
community. We will continue our work to protect 
the interests of our community and hold an event 
focusing on the future of UK involvement in 
European Reference Networks. Our key campaign 
aim will be to secure a commitment to a review 
and refresh of the UK Strategy for Rare Diseases 
before its expiration in 2020. 

Our research team will continue to contribute to 
the CONCORD and SOLVE-RD projects, and to 
facilitate the mitochondrial disease priority setting 
partnership. As a result of our previous work, 
we have been invited to collaborate with two 

universities in bids for new projects in genomics 
(the health economics of genomics within the 
NHS) and mental health (how to use existing 
patient data to better support children and young 
people with rare diseases). The work on these 
projects will begin in 2019/20, pending funding. 

In fundraising, we will focus on diversifying our 
income. Our current Big Lottery grant for SWAN 
UK ends in September 2019 so we will be focused 
on securing new funding. We will continue to 
recruit new Parent Representatives so more 
families can benefit from local opportunities to 
meet while also exploring innovative ways to use 
social media to support our online community. 
We will also focus on expanding and developing 
the SWAN UK community in Wales, Scotland and 
Northern Ireland. 

We will work to extend our digital reach and 
continue to actively promote the work of our 
members and their awareness and information 
events. We will strive to build on the successes 
of Rare Disease Day and Undiagnosed 
Children’s Day. We will work with parents 
and our members to produce Rare Resources 
toolkits for Wales and England. 

We will continue to learn from user feedback and 
adapt the new website where necessary - as well 
as moving on to phase two of the new website 
functionality. Working with a specialist outside 
agency, our aim is to uplift engagement in the 
national awareness campaigns Rare Disease Day 
and Undiagnosed Children’s Day. 

All of this work will be based and measured 
against our 5 year strategy ‘Driving progress: 
genetic, rare and undiagnosed’.
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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 23. The 
total income for year was £750,554 (£758,973 in 
2018).

The small fall in income is due to a decrease in 
project specific income not being wholly offset 
by increases in donations, legacies and other 
trading income.

Expenditure: Total expenditure for the year was 
£994,688 (£889,594 in 2018). The increase is due 
to more spending on charitable activities through 
specific projects and information and education. 
We have also increased our spending on raising 
funds to enable us to continue to diversify our 
funding base.

Surplus/Deficit: Our final financial position for 
the year across all funds is a deficit of £244,134 
(£130,621 in 2018). However, it should be noted 
that all of this deficit is driven by a deficit on our 
restricted funds of £264,114 (£119,669 in 2018), 
which represents the project spending of income 
recorded in prior periods.

The final financial position for unrestricted funds 
is a surplus of £19,980, which compares to a small 
deficit if £10,952 in the previous year.

TREASURER’S LETTER AND FINANCIAL REVIEW  
31 March 2019

Reserves Policy
Total reserves at the end of the financial year are 
£270,171 (£514,305 in 2018).This is made up of 
restricted reserves of £80,726 (£344,840 in 2018) 
and unrestricted reserves of £189,445 (£169,465 in 
2018).The decrease in restricted reserves is due to 
spending on specific projects of income recorded 
in prior periods as detailed in Note 16.Unrestricted 
reserves of £189,445 represents approximately 
seven months of unrestricted expenditure.

The Trustees have set a target in the medium 
term to hold unrestricted reserves that equate 
to approximately 6 months of unrestricted 
expenditure and our current position is in line with 
this. We believe this level of reserves will help us to 
maintain essential services and effectively manage 
key risks, such as, a significant and abrupt falls in 
project related and fundraising income.

Conclusion
In the coming year we will continue to seek to 
diversify the sources of income for Genetic Alliance 
to ensure our long term financial sustainability 
and give us firm foundations to support our future 
programme of work.

D A Ramsden  
Treasurer, Board of Trustees

Genetic Alliance UK ltd
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Constitution 
Genetic Alliance UK is the trading name for Genetic 
Alliance UK Ltd, a registered charity and a company 
limited by guarantee, incorporated on 6 April 2006 
and governed by its Memorandum and Articles of 
Association. 

Appointment and training of Trustees 
Trustees are elected by the membership. Members 
co-opted in year and new nominees must be 
proposed and seconded by a member. Trustee 
appointments are for three years, after which 
trustees retire but are eligible for re-election for 
a further term of three years. New trustees must 
undertake an induction and are provided with 
an information pack detailing the charity’s work, 
governance, management policies and procedures, 
and potential conflicts of interest that may arise. 

Governance and organisational 
management 
Trustees met four times in the year ending 31 
March 2019, where they reviewed the charity’s 
performance and determined and approved 
operating plans and budget. Trustees delegate 
certain powers in connection with the charity’s 
management, remuneration (related to 
responsibility and market comparisons) and 
administration to the Finance and Governance 
(F&G) committee, which convened four times in 
the year. 

The Finance and Governance Committee provides 
detailed oversight and advice to the Board of 
Trustees in relation to financial management, 
financial viability, risk management and 
governance. The Finance and Governance 
committee has a minimum of three trustee 
members, appointed from and by the Board of 
Trustees that includes the Treasurer (Chair of the 
Committee), Chair of Genetic Alliance UK and the 
Deputy Chair. The Chief Executive and Directors of 
Genetic Alliance UK are ex officio.

STRUCTURE, GOVERNANCE 
AND MANAGEMENT

Risk management 
Trustees have considered the major risks to which 
the charity is exposed and have established 
procedures including a risk register to identify 
and manage those risks. All risks are reviewed at 
each meeting of the Board of Trustees and by the 
Finance and Governance Committee. 

Fundraising
Genetic Alliance UK now have an in-house 
fundraising team, and employed the services of 
Charity Fundraising Ltd strictly for the purposes 
of applying to grant makers for projects. All other 
fundraising activities have been managed by in-
house permanent members of staff. 

Genetic Alliance UK have joined the Fundraising 
Regulator this year and have adhered to the codes 
of ethics laid out by the Fundraising Regulator and 
The Code of Fundraising Practice in relation to all 
fundraising activities. Our Director of Fundraising 
and Communications has also achieved a Diploma 
in Fundraising from the Institute of Fundraising, 
and has therefore signed up to their Codes 
of Fundraising Practice. In addition, we have 
updated our Privacy Policy to adhere to new 
GDPR legislation in relation to contacting donors. 
The charity received no complaints about its 
fundraising practice in this financial year. 

Governing document
The charity is controlled by its governing 
document, a deed of trust, and constitutes a 
limited company, limited by guarantee, as defined 
by the Companies Act 2006.
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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. 
 – 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 22 July 2019 and 
signed on the board’s behalf by:

D A Ramsden  
Treasurer, Board of Trustees

STATEMENT OF TRUSTEES RESPONSIBILITIES

Genetic Alliance UK ltd
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Opinion
We have audited the financial statements of 
Genetic Alliance UK Ltd for the year ended 31 March 
2019 set out on pages 23 to 40 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 
2019, 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.

 – 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.

INDEPENDENT AUDITORS REPORT 

Conclusions relating to going concern
We have nothing to report in respect of the 
following matters in relation to which the ISAs (UK) 
require us to report to you where:

 – the trustees’ use of the going concern basis of 
accounting in the preparation of the financial 
statements is not appropriate; or

 – the trustees have not disclosed in the 
financial statements any identified material 
uncertainties that may cast significant doubt 
about the charitable company’s ability to 
continue to adopt the going concern basis 
of accounting for a period of at least twelve 
months from the date when the financial 
statements are authorised for issue.

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. 
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.

Genetic Alliance UK ltd
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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 trustees’ report 
for the financial year for which the financial 
statements are prepared is consistent with the 
financial statements; and

 – the directors’ report has been prepared in 
accordance with applicable legal requirements.

Matters on which we are required to 
report by exception
In the light of our 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 Board of 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 directors’ remuneration 
specified by law are not made; or

 – we have not received all the information and 
explanations we require for our audit; or

 – 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 18 
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 liquidate the charitable company or to cease 
operations, or have no realistic alternative but to 
do so.

Nyman Libson Paul
Chartered Accountants
Registered Auditors
Regina House
124 Finchley Road
London
NW3 5JS

Date: 16 August 2019

Genetic Alliance UK ltd
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2019 2018
Unrestricted 

funds
Restricted 

funds
Total funds Total funds

Notes £ £ £ £
INCOME AND ENDOWMENTS FROM

Donations and legacies 2 168,478 - 168,478 148,378

Charitable activities 5

Specific Project Work - 496,809 496,809 540,588

Other trading activities 3 84,083 - 84,083 67,985

Investment income 4 1,184 - 1,184 2,022

Total 253,745 496,809 750,554 758,973

EXPENDITURE ON

Raising funds 6 82,658 1,179 83,837 47,550

Charitable activities 7

Specific Project Work 82,506 665,601 748,107 709,190

Information and Education 162,744 - 162,744 132,854

Total 327,908 666,780 994,688 889,594

NET INCOME/(EXPENDITURE) (74,163) (169,971) (244,134) (130,621)

Transfers between funds 17 94,143 (94,143)

Net movement in funds 19,980 327,908 (244,134) (130,621)

RECONCILIATION OF FUNDS

Total funds brought forward 169,465 344,840 514,305 644,926

TOTAL FUNDS CARRIED FORWARD 189,445 80,726 270,171 514,305

STATEMENT OF FINANCIAL ACTIVITIES
for the year ended 31 March 2019

Genetic Alliance UK ltd
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2019 2018
Notes £ £

CURRENT ASSETS

Debtors 13 79,101 20,392

Cash at bank and in hand 294,414 557,950

373,515 578,342

CREDITORS

Amounts falling due within one year 14 (103,344) (64,037)

NET CURRENT ASSETS 270,171 514,305

TOTAL ASSETS LESS CURRENT LIABILITIES 270,171 514,305

NET ASSETS 270,171 514,305

FUNDS 17

Unrestricted funds 189,445 169,465

Restricted funds 80,726 344,840

TOTAL FUNDS 270,171 514,305

The financial statements were approved by the Board of Trustees on 22 July 2019 and were signed on its 
behalf by:

 

D A Ramsden 
Treasurer, Board of Trustees

The notes on pages 26-40 form part of these financial statements

BALANCE SHEET
for the year ended 31 March 2019

Genetic Alliance UK ltd
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2019 2018
Notes £ £

Cash flows from operating activities:

Cash generated from operations 1 (264,720) (41,453)

Net cash provided by (used in) operating activities (264,720) (41,453)

Cash flows from investing activities:

Interest received 1,184 2,022

Net cash provided by (used in) investing activities 1,184 2,022

Change in cash and cash equivalents in the reporting period (263,536) (39,431)

Cash and cash equivalents at the beginning of the reporting period 557,950 597,381

Cash and cash equivalents at the end of the reporting period 294,414 557,950

CASH FLOW STATEMENT
for the year ended 31 March 2019

Genetic Alliance UK ltd
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1. RECONCILIATION OF NET INCOME/(EXPENDITURE) TO NET CASH FLOW FROM OPERATING ACTIVITIES
2019 2018

£ £
Net income/(expenditure) for the reporting period  
(as per the statement of financial activities) (244,134) (130,621)

Adjustments for:

Interest received (1,184) (2,022)

(Increase)/decrease in debtors (58,708) 131,032

Increase/(decrease) in creditors 39,306 (39,842)

Net cash provided by (used in) operating activities (264,720) (41,453)

NOTES TO THE CASH FLOW STATEMENT
for the year ended 31 March 2019

Genetic Alliance UK ltd
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NOTES TO THE FINANCIAL STATEMENTS 
for the year ended 31 March 2019

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 trustees have reviewed the circumstances 
of the charity, and consider that adequate 
resources continue to be available to fund he 
activities of the charity for the foreseeable future. 
The trustees consider that there are no material 
uncertainties about the charity's ability to 
continue as a going concern. 

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. 

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.
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
The charity only has financial assets and liabilities 
of a kind that qualify as basic financial instruments; 
these are cash at bank, debtors and creditors which 
are initially recognised at transaction value and 
subsequently measured at settlement value.

Genetic Alliance UK ltd
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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 he 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 preparation of the financial statements 
requires management to make judgements, 
estimates and assumptions that affect 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 company 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. 

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 
gain of £2,042 (2018 no gain) 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.

Genetic Alliance UK ltd
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2. Donations and Legacies
Restricted  

funds 2019
Unrestricted 

funds 2019
Total funds

2019
Total funds

2018
£ £ £ £

SWAN UK: General Donations 71,862 71,862 45,365

Rare Disease UK: General Donations 17,715 17,715 10,501

Membership Subscriptions 39,230

Other Donations 28,901 28,901 13,282

Wellcome Trust 50,000 50,000 40,000

Total 168,478 168,478 148,378

3. Other Trading Activities
2019 2018

£ £

Conference & Other Receipts 70,427 50,915

HFEA - Net Contribution 13,656 17,070

Total 84,083 67,985

4. Investment Income
2019 2018

£ £

Deposit account interest 1,184 2,022

Interest received of £1,184 is all unrestricted income (2018: £2,022 was unrestricted income).

5. Income From Charitable Activities
2019 2018

Activity £ £

Grants Specific Project Work 496,809 540,588

Grants received, included in the above, are as follows:
2019 2018

£ £

RD PSPs - 54,000

Newborn Screening Patient Charter 91,789 5,000

Fresh Steps Scotland - 22,352

CONCORD 75,249 -

SWAN UK: BLF England - 100,002

Resetting the Model 75,000 40,990

Rare Disease UK 157,947 263,167

Rare Disease Day 84,352 42,172

Breaking Down Barriers - 5,633

SWAN UK: Dad's Forum - 2,500

SOLVE-RD 12,472 -

Other grants - 4,772

Total 496,809 540,588
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6. Raising Funds

Other trading activities
Restricted  

funds 2019
Unrestricted 

funds 2019
Total funds

2019
Total funds

2018

£ £ £ £
Staff costs 51,342 51,342 45,864

Fundraising 379 15,086 15,465 1,686

Social media 586 586

Communication 560 15,176 15,736

Advertising 240 468 708

Total 1,179 82,658 83,837 47,550

7. Charitable Activities Costs
Costs directly  
allocated to activities

Fundraising Membership, 
Information & 

education

Governance Unrestricted 
funds

Restricted 
funds

Total 
2019

Total 
2018

£ £ £      £ £ £ £

Specific project work

Staff costs 24,224 439,463 463,687 356,344

Consultancy &  
professional fees 10,860 7,237 18,097 54,963

Conferences & events 14,476 50,186 64,662 49,154

Travel & subsistence 12,505 21,045 33,550 30,554

Website 271 6,978 7,249  2,372

Other attributable costs 18,713 43,997 62,710 66,357

Support costs in relation to activities

Staff Costs 51,342 66,318 16,278 34,167 168,105 226,518

Occupancy & 
administration costs

50,619 3,901 63,707 118,227  96,115

Other attributable costs 29,632 (2,444) 27,188 -

Travel & subsistence 1,684 284 1,968  1,217

Legal & professional - -

Audit & accountancy fee 29,245 29,245  6,000

Allocation of governance 
costs

45,807 (45,807)

Total 82,658 162,744 - 82,506 666,780 994,688 889,594
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8. Support Costs
Finance Governance costs Totals

£ £ £

Specific project work 4 - 4

Information and education 823 29,245 30,068

Total 827 29,245 30,072

9. Net Income/(Expenditure)

Net income/(expenditure) is stated after charging/(crediting):
2019 2018

£ £

Auditors' remuneration 7,200 6,000

Other operating leases 6,527 5,426

10. Trustees’ Remuneration and Benefits
There were no trustees’ remuneration or other benefits for the year ended 31 March 2019 nor for the 
year ended 31 March 2018.

2019 2018

£ £

Trustees’ expenses 284 932

11. Staff Costs

2019 2018

£ £

Wages and salaries 548,281 505,485

Social security costs 51,996 49,697

Other pension costs 31,515 27,680

Total 631,792 582,862

The key management are the Chief Executive, the Director of Policy, the Director of Research, the 
Director of Support and the Director of Fundraising.

Cost of key management personal
2019 2018

£ £

Wages and salaries 234,561 199,161

Social security costs 26,554 22,417

Pension costs 14,067 10,844

Total 275,182 232,422
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2019 2018

The average monthly number of employees during the year was as follows: 19 14

The number of employees whose employee benefits  
(excluding employer pension costs) exceeded £60,000 was: 2019 2018
£60,001 - £70,000 1 1

12. Comparatives For The Statement Of Financial Activities

Unrestricted 
funds

Restricted 
 funds

Total funds

£ £ £

INCOME AND ENDOWMENTS FROM

Donations and legacies 92,512 55,866 148,378

Charitable activities

Specific project work - 540,588 540,588

Other trading activities 67,985 - 67,985

Investment income 2,022 - 2,022

Total 162,519 596,454 758,973

Unrestricted 
funds

Restricted  
funds

Total funds

£ £ £

EXPENDITURE ON

Raising funds 40,617 6,933 47,550

Charitable activities

Specific project work - 709,190 709,190

Information and education 132,854 - 132,854

Total 173,471 716,123 889,594

NET INCOME/(EXPENDITURE) (10,952) (119,669) (130,621)

RECONCILIATION OF FUNDS

Total funds brought forward 180,417 464,509 644,926

TOTAL FUNDS CARRIED FORWARD 169,465 344,840 514,305
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13. Debtors: Amounts Falling Due Within One Year

2019 2018

£ £

Trade debtors 41,732 -

Other debtors 102 -

Prepayments and accrued income 19,467 2,592

Prepayments 17,800 17,800

Total 79,101 20,392

14. Creditors: Amounts Falling Due Within One Year

2019 2018

£ £

Trade creditors 58,972 -

Social security and other taxes 11,876 -

Other creditors 13,246 20,061

Accrued expenses 19,250 43,976

Total 103,344 64,037

15. Leasing Agreements

Operating Lease Commitments

At 31 March 2019 the charity had future minimum lease payment under non- cancellable operating 
leases as follows:

2019 2018 2019 2018

Buildings Buildings Equipment Equipment

Expiry Date: £ £ £ £

Not later than one year 19,467 6,016 5,839 5,671

Later than 1 year and not later than 5 years 12,303 12,303

Total 19,467 6,016 18,142 23,762

16. Analysis of Net Assets Between Funds

2019 2018

Unrestricted 
funds

Restricted  
funds

Total funds Total funds

£ £ £ £

Current assets 292,789 80,726 373,515 578,342

Current liabilities (103,344) - (103,344) (64,037)

Total 189,445 80,726 270,171 514,305
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17. Movement In Funds

At 1/4/18 Net movement in 
funds

Transfers 
between funds

At 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) - -

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

Total funds 514,305 (244,134) - 270,171

Each fund is for a specific project or specific areas of activity for which the charity receives one or more 
restricted grants or donations.

Genetic Alliance UK ltd



37

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)

Total 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)

Genomic Data 27,376 (27,376) -

Engagement - (42,057) (42,057)

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

Total funds 750,554 (994,688) (244,134)

Genetic Alliance UK ltd



38

Comparatives for movement in funds

At 1/4/17 Net movement in 
funds

Transfers 
between funds

At 31/3/18

£ £ £ £

Unrestricted funds
General fund 180,417 (10,952) - 169,465

Restricted funds
SWAN UK: General Donations 112,205 (18,062) - 94,143
SWAN UK: BLF England 30,613 (9,131) - 21,482
Rare Disease UK 24,906 39,055 - 63,961
RDUK General Donations 28,242 (14,902) - 13,340
Rare Disease Day 2018 - 4,883 (4,883) -
Fresh Steps Scotland - 8,762 - 8,762
Resetting the Model - 39,694 - 39,694
Breaking Down Barriers 5,034 (3,626) (1,408) -
Newborn Screening Patient Charter - 5,000 - 5,000
RD PSPs - 53,901 - 53,901
SWAN UK: Dad's Forum - 2,500 - 2,500
Engagement - - 42,057 42,057

Neuro Enhancements: Responsible Research 
and Innovation

(17) 17 - -

Access to Medicines (Wales) 20,600 (18,845) (1,755) -
Access to Medicines in England 8,481 (8,481) - -
Access to Medicines in Scotland 1,422 (1,422) - -
Animals in Research 8,800 (6,760) (2,040) -
ATMP Workshops 4,359 - (4,359) -
Empowerment Webinar 10,504 (2,275) (8,229) -
Gen Equip - Erasmus 5,883 (5,883) - -
Genomics Conversation 6,967 - (6,967) -
Helping Patients Help Themselves: Scotland 9,073 (9,073) - -
Helping Patients Help Themselves: Wales 2,213 (1,307) (906) -
Helping Patients Help Themselves: England 48,973 (48,973) - -
Hidden Costs of Rare Diseases (1,348) 1,348 - -
Insurance and Genetics - UKFGI 33,384 (29,909) (3,475) -
MS Research in Scotland 2,745 (2,745) - -
My Condition, My DNA 156 (156) - -
Patient Engagement in Scotland 5,582 (5,582) - -
Producing Effective Patient Leaflets 5,598 (5,598) - -

SWAN UK: Northern Ireland Information Event 631 - (631) -
SWAN UK: Family Events 2016 Thomas Cook 5,324 (5,324) - -
SWAN UK: House of Fraser 2017 63,989 (63,989) - -
Carried forward 444,319 (106,883) 7,404 344,840
Brought forward 444,319 (106,883) 7,404 344,840
TAIN 4,833 (4,833) - -
TAIN 2 AISD 2,632 4,772 (7,404) -
Genome Editing 12,725 (12,725) - -
Total 464,509 (119,669) - 344,840
Total funds 644,926 (130,621) - 514,305
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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 162,519 (173,471) (10,952)

Restricted funds
SWAN UK: General Donations 45,365 (63,427) (18,062)
SWAN UK: BLF England 100,002 (109,133) (9,131)
Rare Disease UK 263,167 (224,112) 39,055
RDUK General Donations 10,501 (25,403) (14,902)
Rare Disease Day 2018 42,172 (37,289) 4,883
Fresh Steps Scotland 22,352 (13,590) 8,762
Resetting the Model 40,990 (1,296) 39,694
Breaking Down Barriers 5,633 (9,259) (3,626)
Newborn Screening Patient Charter 5,000 - 5,000
RD PSPs 54,000 (99) 53,901
SWAN UK: Dad's Forum 2,500 - 2,500
TAIN 2 AISD 4,772 - 4,772

Neuro Enhancements: Responsible Research and Innovation - 17 17

Access to Medicines (Wales) - (18,845) (18,845)
Access to Medicines in England - (8,481) (8,481)
Access to Medicines in Scotland - (1,422) (1,422)
Animals in Research - (6,760) (6,760)
Empowerment Webinar - (2,275) (2,275)
Gen Equip - Erasmus - (5,883) (5,883)
Helping Patients Help Themselves: Scotland - (9,073) (9,073)
Helping Patients Help Themselves: Wales - (1,307) (1,307)
Helping Patients Help Themselves: England - (48,973) (48,973)
Hidden Costs of Rare Diseases - 1,348 1,348
Insurance and Genetics - UKFGI - (29,909) (29,909)
MS Research in Scotland - (2,745) (2,745)
My Condition, My DNA - (156) (156)
Patient Engagement in Scotland - (5,582) (5,582)
Producing Effective Patient Leaflets - (5,598) (5,598)
SWAN UK: Family Events 2016 Thomas Cook - (5,324) (5,324)
SWAN UK: House of Fraser 2017 - (63,989) (63,989)
TAIN - (4,833) (4,833)

Genome Editing - (12,725) (12,725)
Total 596,454 (716,123) (119,669)
Total funds 758,973 (889,594) (130,621)
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 A current year 12 months and prior year 12 months combined position is as follows:
At 1/4/17 Net movement 

in funds
Transfers 

between funds
At 31/3/19

£ £ £ £
Unrestricted funds
General fund 180,417 (90,105) - 90,312
Rare Disease UK General Donations - 18,072 - 18,072
SWAN UK: General Donations - (13,082) 94,143 81,061

Restricted funds
SWAN UK: General Donations 112,205 (18,062) (94,143) -
SWAN UK: BLF England 30,613 (9,472) - 21,141
Rare Disease UK 24,906 (24,906) - -
RDUK General Donations 28,242 (28,242) - -
Rare Disease Day 2018 - 24,883 (4,883) 20,000
Resetting the Model - 10,000 - 10,000
Breaking Down Barriers 5,034 (3,626) (1,408) -
SOLVE-RD - 3,350 - 3,350
RD PSPs - 26,235 - 26,235
Engagement - (42,057) 42,057 -
Neuro Enhancements: Responsible Research 
and Innovation

(17) 17 - -

Access to Medicines (Wales) 20,600 (18,845) (1,755) -

Access to Medicines in England 8,481 (8,481) - -

Access to Medicines in Scotland 1,422 (1,422) - -
Animals in Research 8,800 (6,760) (2,040) -
ATMP Workshops 4,359 - (4,359) -
Empowerment Webinar 10,504 (2,275) (8,229) -
Gen Equip - Erasmus 5,883 (5,883) - -
Genomics Conversation 6,967 - (6,967) -
Helping Patients Help Themselves: Scotland 9,073 (9,073) - -
Helping Patients Help Themselves: Wales 2,213 (1,307) (906) -
Helping patients Help Themselves: England 48,973 (48,973) - -
Hidden Costs of Rare Diseases (1,348) 1,348 - -
Insurance and Genetics - UKFGI 33,384 (29,909) (3,475) -
MS Research in Scotland 2,745 (2,745) - -
My Condition, My DNA 156 (156) - -
Patient Engagement in Scotland 5,582 (5,582) - -
Producing Effective Patient Leaflets 5,598 (5,598) - -
SWAN UK: Northern Ireland Information Event 631 - (631) -
SWAN UK: Family Events 2016 Thomas Cook 5,324 (5,324) - -

SWAN UK: House of Fraser 2017 63,989 (63,989) - -
TAIN 4,833 (4,833) - -
Carried forward 449,152 (281,687) (86,739) 80,726
Brought forward 449,152 (281,687) (86,739) 80,726
TAIN 2 AISD 2,632 4,772 (7,404) -
Genome Editing 12,725 (12,725) - -
Total 464,509 (289,640) (94,143) 80,726
Total funds 644,926 (374,755) - 270,171

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.
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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 326,330 (416,435) (90,105)
Rare Disease UK General Donations 18,072 - 18,072
SWAN UK: General Donations 71,862 (84,944) (13,082)

416,264 (501,379) (85,115)

Restricted funds
SWAN UK: General Donations 45,365 (63,427) (18,062)
SWAN UK: BLF England 186,791 (196,263) (9,472)
Rare Disease UK 421,114 (446,020) (24,906)
RDUK General Donations 10,501 (38,743) (28,242)
Rare Disease Day 2018 104,172 (79,289) 24,883
Fresh Steps Scotland 44,704 (44,704) -
Resetting the Model 115,990 (105,990) 10,000
Breaking Down Barriers 5,633 (9,259) (3,626)
Newborn Screening Patient Charter 10,000 (10,000) -
Solve-RD 12,472 (9,122) 3,350
Concord 47,873 (47,873) -
RD PSPs 54,000 (27,765) 26,235

SWAN UK: Dad's Forum 2,500 (2,500) -

TAIN 2 AISD 4,772 - 4,772
Genomic Data 27,376 (27,376) -
Engagement - (42,057) (42,057)
Neuro Enchancements: Responsilble Reseach and Innovation - 17 17
Access to Medicines (Wales) - (18,845) (18,845)
Access to Medicines in England - (8,481) (8,481)
Access to Medicines in Scotland - (1,422) (1,422)
Animals in Research - (6,760) (6,760)
Empowerment Webinar - (2,275) (2,275)
Gen Equip - Erasmus - (5,883) (5,883)
Helping Patients Help Themselves: Scotland - (9,073) (9,073)
Helping Patients Help Themselves: Wales - (1,307) (1,307)
Helping Patients Help Themselves: England - (48,973) (48,973)
Hidden Costs of Rare Diseases - 1,348 1,348
Insurance and Genetics - UKFGI - (29,909) (29,909)
MS Research in Scotland - (2,745) (2,745)
My condition, My DNA - (156) (156)
Patient Engagement in Scotland - (5,582) (5,582)

Producing Effective Patient Leaflets - (5,598) (5,598)
Carried forward 1,093,263 (1,296,032) (202,769)
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Incoming  
resources

Resources 
expended

Movement in 
funds

£ £ £

Restricted funds
Brought forward 1,093,263 (1,296,032) (202,769)
SWAN UK: Family Events 2016 Thomas Cook - (5,324) (5,324)
SWAN UK: House of Fraser 2017 - (63,989) (63,989)
TAIN - (4,833) (4,833)
Genome Editing - (12,725) (12,725)

Total 1,093,263 (1,382,903) (289,640)
Total funds 1,509,527 (1,884,282) (374,755)

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 2019.
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There are many individuals and organisations 
that support the work of Genetic Alliance UK, 
without which the results we achieve for the rare, 
genetic and undiagnosed community would not 
be possible. We would like to send a heartfelt 
thanks to them all for their time, commitment and 
support. 

Volunteers
We greatly benefit from the skills and knowledge 
of all the volunteers who give their time to Genetic 
Alliance UK for free. Over 100 volunteers have 
helped us during the course of the year, with 
many bringing expertise from their personal or 
professional experience of genetic conditions. We 
would like to particularly thank:

 – The 19 parent representatives who work with 
the project team to help provide local support 
through the SWAN UK Local Networks.

 – The many bloggers, public speakers and 
individuals that have worked with the media 
to make sure that help the public understand 
the issues patients with genetic, rare and 
undiagnosed conditions face. 

 – The many members of Genetic Alliance UK 
and SWAN UK, and the supporters of the Rare 
Disease UK campaign, who have made our 
policy projects and public affairs events a 
success. We have held a number of public events 
throughout the year and are always grateful for 
the energy and enthusiasm of members who 
attend or support in other ways. 

Funders
We are grateful to everyone who has supported 
us financially this year. A special thank you goes 
to all the individuals, families and schools who 
have fundraised for us and especially to the huge 
number of SWAN UK members and Rare Disease UK 
supporters, whose fundraising is helping to build a 
solid income stream to support the future work of 
SWAN UK and Rare Disease UK.

ACKNOWLEDGEMENTS 

We would like to thank the following funders who 
have given grants, donations and sponsorship to 
support our work this year:

Actelion Pharmaceuticals UK Ltd
AKCEA Therapeutics UK Ltd
Alexion Services Europe
Amicus Therapeutics
Amryt Pharmaceuticals
Barbara Shuttleworth Trust
Bartlett Taylor Ch. Trust
BC Partners Foundation
The Big Lottery Fund
Bio Marin
Bio Products Laboratory Ltd
Biogen
Bionical Limited
Biopharma Ltd
bluebird bio
Catherine Cookson Foundation
Chiesi Ltd
Congenica
The Corra Foundation
Crescent Pharma Ltd
CSL Behring
Douglas Arter Foundation
EGAN
GlaxoSmithKleine
Hugh Fraser Foundation
Illumina
Insurer Trust
IPSEN
IQVIA
J T H Charitable Trust
Kyowa Kirin Ltd
Leach Fourteenth Trust
Leadiant Biosciences Ltd
Medical Research Network
MedoPad
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Merk Chemicals Ltd
Michael Marsh Charitable Trust
miRagen
Normanby Charitable Trust
Novartis Pharmaceuticals UK Ltd
Orchard Therapeutics Ltd.
P F Charitable Trust
Parents of Dottie Pritchard
Perkin Elmer
Pfizer
Pilkington Charities Fund
PTC Therapeutics Ltd
Public Health England
Roche Products Ltd
Sanofi
Sanofi Genzyme
Santhera
Sarepta
Shire
SOBI
Souter Charitable Trust
Spark Therapeutics Ltd
UCB Celltech
Vertex
Wellcome Trust

Pro bono support

Several organisations have provided us with 
services or resources for free this year. We thank the 
following for their support:

 – Google (provision of G-Suite for non-profits)
 – Canva (provision of software)
 – Salesforce (provision of 10 licenses for non-

profits)
 – Charity Finance Group (provision expertise for 

webinar on GDPR and venue)

Our members (at 31 March 2019)
Action Duchenne
Action Medical Research
Action on Gilbert’s Syndrome
Addison’s Disease Self-Help Group
Adrenal Hyperplasia Network
Advocacy for Neuroacanthocytosis Patients
Albinism Fellowship
ALD Life
Alkaptonuria Society
Alpha-1 Awareness UK
Alpha-1 UK Support Group
Alport UK
Alström Syndrome UK
Amy and Friends
ANE International
Aniridia Network
Annabelle’s Challenge
Anorchidism Support Group (ASG)
Antenatal Results and Choices
Archangel MLD Trust
Assert
Association for Glycogen Storage Diseases UK
Ataxia UK
Ataxia-Telangiectasia Society
Baby James’ Starlight Trust
Bardet-Biedl Syndrome UK
Barth Syndrome Trust
Batten Disease Family Association
Beat SCAD 
Beckwith-Wiedemann Support Group UK
Behçet’s UK
BRCA Umbrella
British Heart Foundation
CADASIL Support UK
Cambridge and East Anglia RP
Cambridge Rare Disease Network
Cardiomyopathy UK
Cavernoma Alliance UK
CdLS Foundation UK and Ireland
Cerebrospinal Fluid Leak Association
CGD Society
CHAMP1 Patient Support Group
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Charcot-Marie-Tooth UK
Child Growth Foundation
Children’s Hyperinsulinism Charity
Child Lung Foundation
Childhood Eye Cancer Trust
Children’s Liver Disease Foundation
Children’s Health Scotland
Children’s Mitochondrial Disease Network
Congenital Adrenal Hyperplasia Support Group
Costello Support Group (International)
Cri Du Chat Syndrome Support Group
Cure and Action Tay Sachs 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
Down’s Heart Group
Dravet Syndrome UK
East Lancashire Community Genetics
East London Branch Sickle Cell Society
Ehlers-Danlos Support UK
Elijah’s Hope CIC
Fanconi Hope
FAP Gene Support Group
Fibromuscular Dysplasia Society Of UK & Ireland
Fibrous Dysplasia Support Society UK
Fight for Sight
Findacure
FND Hope UK
FSH Muscular Dystrophy Support Group
Fuchsfriends UK
Funny Lumps
GATA2 Deficiency Support Group
Genetic Disorders UK
GIST Support UK
Gorlin Syndrome Group
HAE UK
Haemophilia Society
Headlines Craniofacial Support
Hereditary Spastic Paraplegia Group
HME Support Group
HNPP

HPS Network UK
Huntington’s Disease Association (Colchester Branch)
Huntington’s Disease Association Northern Ireland
Huntington’s Disease Association UK
Huntington’s Disease Specialist Service
Hypermobility Syndrome Association
Hypermobility UK
Hypopara UK
Ichthyosis Support Group
IIH UK
Inherited Prion Disease Support Group
Jeune Syndrome Foundation
Jnetics
Kabuki UK
Keratoconus Self Help and Support Group
KIF1a.org
Kleefstra Syndrome
Klinefelter Organisation UK
Krabbe UK
Leber’s Hereditary Optic Neuropathy Society
Lily Foundation
Lipodystrophy UK
LPLD Alliance
Lynch Syndrome UK
Macular Society
Make Billy Smile
Making It Better - The Daniel Courtney Trust
Manchester Sickle Cell and Thalassaemia Centre
Marfan Association UK
Marfan Trust
Mast Cell Action
Max Appeal
MEBO Research
Metabolic Support UK
Mike Matters
Moebius Research Trust
Mosaic Down Syndrome UK
Motor Neurone Disease Association
Mowat-Wilson Syndrome Support Group
MPGN/DDD SUPPORT GROUP
Muscle Help Foundation
Muscular Dystrophy UK
Myotonic Dystrophy Support Group
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NAITbabies
Narcolepsy UK
National Society for Phenylketonuria (UK) Ltd 
(NSPKU)
Nemaline Myopathy Support Group
Nephrotic Syndrome Trust
Neurofibromatosis Association (Neuro Foundation)
Niemann-Pick UK
NLRP12.COM
NMO Spectrum-UK
Noonan Syndrome Association
Noonan UK
Ocumel UK
Organisation for Fetal Anticonvulsant Syndromes
Osteopetrosis Support Trust
PANS PANDAS UK
Pemphigus Vulgaris Network
PHA UK
Phelan McDermid Syndrome Foundation UK
Pitt Hopkins UK
PNH Support Group
Polycystic Kidney Disease Charity
Prader Willi Syndrome Association UK
Primary Ciliary Dyskinesia Family Support Group
Primary Immunodeficiencies UK
PSC Support Group
PTEN UK & Ireland Patient Group
PXE Support Group
Rare Dementia Support
Rett UK
Reverse Rett
Ring20 Research & Support UK
SADS UK
Scleroderma and Raynaud’s UK
Scottish Huntington’s Association
Sense Usher Service
Shwachman-Diamond Support UK
Sickle Cell Society
SOFT UK
SPARKS
Special Needs Jungle
Spinal Muscular Atrophy Support UK
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 Ultra Rare Disease Disorders And Disabilities 
Foundation
The Ehlers-Danlos Society
The Fragile X Society
The Frontotemporal Dementia Support Group
The Gauchers Association
The George Pantziarka TP53 Trust
The Haemochromatosis Society
The Maddi Foundation
The SMA Trust
The UK Mastocystosis Support Group
Thyroid UK
TMAU
TRPS Support Group UK
Tuberous Sclerosis Association
Turner Syndrome Support Society (UK)
UK LGLL (UK Large granular lymphocyte leukaemia)
UK Potsies
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 

Genetic Alliance UK ltd



47



48


