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REPORT OF THE BOARD OF TRUSTEES
for the year ended 31 March 2018
WELCOME FROM THE CHAIR
The Board of Trustees (who are also directors of
Genetic Alliance UK Ltd for the purposes of the
Companies Act 2006) present their annual report
and the audited financial statements of the
charity for the year ended 31 March 2018. The
trustees have adopted the provisions of

Accounting and Reporting by Charities: Statement
of Recommended Practice applicable to charities
preparing their accounts in accordance with the
Financial Reporting Standard 102 applicable in
the UK and Republic of Ireland (eﬀective
1 January 2015) and the Companies Act 2006.
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This has been my final year as Chair of the Board
of Trustees of Genetic Alliance UK and the year in
which the baton has been eﬀectively handed
forward by Alastair Kent OBE to our new CEO,
Jayne Spink. As I prepare to hand forward my
own position to our future Chair, I feel confident
that as I reflect, my final year has been
characterised by growth, achievement and new
beginnings.
This year we conducted a comprehensive
membership survey, the responses to which
have spurred us on to revitalise our membership
oﬀering and guided the development of the new
five-year strategy which we will launch at our
Annual General Meeting (AGM) in September
2018. I thank everyone who took part or shared
their insights and views with the Genetic Alliance
UK team in other ways.
We have been creative and collaborative,
exploring new technologies such as genome
editing and genomic medicine. We have delivered
new insights into the experiences of children and
young people, and mental health. These are
ground-breaking initiatives that shine a light on
issues that are of fundamental importance to our
community but which previously had received
little attention.
We have grown as a community, welcoming more
individuals and organisations to membership and
as supporters. This year, we welcomed over 20
new organisations to our membership and we
have supported the development of 17 new
patient groups across the UK, where none
previously existed. Through SWAN UK, we have
provided more vital support than ever before to
families with a child or young person who has an
undiagnosed genetic condition, with 240 new
members joining over the course of the year.

Genetic Alliance UK
contactus@geneticalliance.org.uk
www.geneticalliance.org.uk
Registered charity numbers: 1114195 and SC039299
Registered company number: 05772999

We have grown in
influence, creating a
united voice around key
policy issues that aﬀect
all those with genetic,
rare and undiagnosed
conditions. We have
maintained momentum
and focus on rare
disease policy during a politically challenging
year that has included a snap General Election
and the triggering of Article 50 and therefore our
departure from the European Union.
We have built strong foundations for our future.
Growing our community is not just about tallying
up numbers. The strength and value of our work
is absolutely underpinned by our membership. It
is the experience and wisdom of our community
that guides our work. It is by collaborating with
our members and building our networks that we
strengthen and deliver tangible positive impacts
for those aﬀected by genetic, rare and
undiagnosed conditions.
As I prepare to take my leave as Chair, I would like
to thank everyone who has worked with and for
Genetic Alliance UK and all those who have
collaborated with us and supported our work.
Thank you especially to Jayne and the Board of
Trustees, I look forward to seeing how the charity
progresses under their leadership. Now more
than ever we are a community of allies; working
together, we are Genetic Alliance UK.

Christopher Goard
Chair, Board of Trustees

Front cover image taken at our Annual Conference 2017. Photograph: Joshua Tucker
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OBJECTIVES AND AIMS
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
condition(s);
— advance the education of the public
concerning genetic conditions in such ways as
the trustees of the charity think fit.
Our aim is to ensure that high quality services,
information and support are provided to all who
need them. We actively support research and
innovation across the field of genetic medicine.

ACHIEVEMENTS AND PERFORMANCE
Membership and public engagement
information available to patients and families. We
actively campaign on issues of policy and
practice to influence governments, policy makers,
industry and care providers such as the National
Health Service. We provide a united voice for all
those aﬀected by genetic conditions, enabling us
to work together towards a common goal of
making life better for patients and families at risk.
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.

We seek to raise awareness of genetic conditions
and improve the quality of services and

To ensure that our members are well informed
about the benefits of their membership and how
to take advantage of these, we launched our
distinctive orange ‘Members’ Benefit’ stamp. This
graphic is now used in all our communications to
clearly identify the opportunities exclusively
available to members. As a new benefit this year,
we actively promoted the opportunity for
member organisations to use our
Genetic Alliance UK ltd

200

new patient groups developed
through Building Rare Communities

Our patient organisation membership continues
to grow. This year we have welcomed 21 new
members – bringing our total membership to
over 200 voluntary organisations. Our Annual
Conference 2017 attracted 105 attendees, with
95% rating the event good or excellent. For the
first time we hosted workshops alongside our
AGM and speakers. At this flagship event we
launched our first detailed membership survey in
order to understand which of our activities our
members most value, as well as to find out more
about our members’ priorities. The majority of
the 110 members who responded to our survey
told us they wanted the opportunity to upskill
their staﬀ and learn from other member
organisations, and that they want interactive
training sessions and informative events with the
opportunity to network. Our members also said
that they wanted more events, and that they
would like those events to have an additional
focus on health policy.

Our members in a workshop at our Annual Conference 2017
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21
17

new members, bringing
our patient organisation
membership to over

Genetic Alliance UK ltd

communications channels to advertise their
awareness days and events and bring attention to
their work.
Through our pioneering project Building Rare
Communities, we supported the development of
17 new patient groups across the UK. These new
groups provide condition-specific support for
patients and families where none previously
existed. Working with our partner the Progress
Educational Trust, we also completed the project
Understanding Genome Editing. This provided
insights and tools that facilitate discussions
relating to genome editing between professionals
and patients, parents and carers aﬀected by
genetic conditions. As the project progressed
Genetic Alliance UK and Progress Educational
Trust worked with the project participants to
identify the most appropriate way to describe
genome editing while focusing on its most crucial
aspects. This led to the publication of the ‘Basic
understanding of genome editing’ report with key
recommendations about how to talk about
genome editing in the public sphere.
Gen-Equip, a project which we participated in
that received a European Health Award, has been
completed. This led to the publication of ‘The
Gen-Equip Project – an evaluation and impact of
genetics e-learning resources for primary care in
six European languages’ paper, which was
Page 5

ACHIEVEMENTS AND PERFORMANCE
Policy and public aﬀairs
accepted in Genetics in Medicine. We also
continue to work on the Genomics and Insurance
project, with over 200 participants responding to
the initial survey.
Staﬀ at Genetic Alliance UK attended a number of
national and international events variously
speaking, giving presentations, hosting an
exhibition stand and leading workshops.
These included the World Congress on Genetic
Counselling and events hosted by the National
Institute for Health Research and the Royal
College of Paediatrics and Child Health. Our
research staﬀ co-led two Rare Disease Priority
Setting Partnerships (PSP) on rare anaemias and
rare musculoskeletal disease, to find out what

research is important to patients, service users,
carers and relatives, clinicians and other
healthcare professionals. Our Director of Support
was asked to co-chair and design one of the
themes, ‘Structuring the research and diagnosis
landscape’, for the European Conference on Rare
Diseases and Orphan Products held in
May 2018.
As part of our plan to enhance our public
engagement activities with younger audiences,
we successfully engaged with schools for Rare
Disease Day. This new activity led to 15 schools
hosting assemblies or lessons on rare disease and
fundraising for us. We reached 4636 students.

Our
gave evidence to the House of
Commons Select Committee on the
impact of Brexit on research

CEO
20
We
responded to

consultations on issues that
directly aﬀect our patient
community

Although the number of individuals aﬀected by
any one rare condition is by definition small,
collectively they will aﬀect 1 in 17 people during
the course of their lives. Creating a united voice
around key policy issues that aﬀect all families
with genetic, rare and undiagnosed conditions
remains central to our work.
It has been another busy and influential year for
our policy team, as we respond quickly to a
changing political landscape. The outcome of the
Brexit referendum and subsequent negotiations
will have significant impacts on rare disease
research, care and access to treatment, and will
bring challenges to existing and critically
important international relationships. Genetic
Alliance UK’s international connections are
important now more than ever. We are a proud
and active member of EURORDIS – Rare Diseases
Europe, and are members of various stakeholder
groups which link us to partners based in the
European Union. We were part of the launch of
the Network of Parliamentary Advocates for Rare
Diseases in Brussels, led by EURORDIS. Following
on from a written evidence submission, our Chief
Executive gave oral evidence to the House of
Commons Health Select Committee on the
impact of Brexit on research, care and treatment
for those aﬀected by rare diseases.
The snap election in June 2017 presented a
challenge in terms of maintaining momentum in
the work we undertake with parliamentarians.

A visit to MRC Harwell, Oxfordshire
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Vaughan Gething AM, Cabinet Secretary
for Health, Well-being and Sport
Despite the challenging timescales, through our
Pledge for Patients campaign we secured a
commitment from 182 prospective parliamentary
candidates to support patients and families
aﬀected by rare, genetic and undiagnosed
conditions. Of the 182 candidates pledging their
support, 40 were subsequently elected,
facilitating the rapid reconstitution of the All
Party Parliamentary Group for Rare, Genetic and
Undiagnosed Conditions (APPG).
Page 7

NHS England, the Department of Health and
Social Care would coordinate plans for
implementation.
We were delighted that dual plans from NHS
England and the Department of Health and Social
Care were published in January 2018. This is a
huge success for the campaign and all those
aﬀected by rare diseases.
Vicky Ford MP, Co-Chair of APPG on Rare,
Genetic and Undiagnosed Conditions at its
re-establishment
We continue to maintain our close interest in
access to rare disease medicines, responding to
four rare disease medicine scoping consultations
this year, and attending five health technology
appraisal meetings. At the request of the APPG
we have begun work on ‘Resetting the Model’: an
ambitious project focused on delivering a new
vision for ensuring timely access to rare disease
medicines.
Our campaign, Rare Disease UK, has over 300
patient organisation, 27 industry partners and
over 2,000 individual supporters. This year the
campaign secured ministerial guarantee that
implementation plans for the UK Strategy for
Rare Diseases in England would be delivered. By
working with the APPG on Rare, Genetic and
Undiagnosed Conditions, Rare Disease UK held
an inquiry into the implementation of the UK
Strategy for Rare Diseases in England.
Alongside three hearings in Portcullis House, Rare
Disease UK held an open call for evidence. Over
300 patients and other members of the rare
disease community, including family members,
clinicians, patient representatives and industry,
submitted a response. The findings from the
inquiry were delivered as a report on Rare
Disease Day 2017.
In March 2017, exactly one month after the
launch of our report, the then chair of the APPG,
Ben Howlett MP, and Rare Disease UK secured a
Westminster Hall Debate. During the debate the
Minister for Health, Philip Dunne MP, announced
that NHS England would develop an
implementation plan for the commitments
outlined in the UK Strategy for Rare Diseases for
which they hold responsibility, and for those
commitments that are outside of the scope of
Page 8

Genetic Alliance UK continues to provide the
Secretariat for the Cross Party Group on Rare,
Genetic and Undiagnosed Conditions in the
Scottish Parliament (CPG). The CPG is leading on
work to establish where gaps exists in specialist
nursing provision across Scotland and will be
contributing to the Chief Nursing Oﬀicer
Transforming Roles programme.
This year, in addition to our ongoing annual
programme of Rare Disease Day events and
activities, we piloted a public-facing awareness
campaign for Rare Disease Day. Working with an
expert creative agency we developed an
innovative digital and communications campaign
that reached over 2.2m people. Our Rare Disease
Day parliamentary receptions were well attended
with ministers responsible for rare diseases
present at each of our three receptions. Vaughan
Gething AM, Cabinet Secretary for Health and
Social Services, spoke alongside clinicians and
patients at the Senedd reception, Wales.
The Holyrood reception, Scotland, was attended
by Shona Robison MSP, Cabinet Secretary for
Health and Sport, alongside parliamentarians,
patients, and clinicians. And, on Rare Disease
Day, at our Westminster reception we heard from
Steve Brine MP, Under Secretary of State for
Public Health and Primary Care, alongside
patients and parliamentarians. In Wales we also
delivered our annual Rare Disease Patient
Network Meeting, with presentations from
patients and clinicians.
As part of our programme of policy work, we
responded to 20 consultations on issues that
directly aﬀect our patient community and
provided 48 condition specific statements to the
Human Fertilisation, Embryology Authority for
the preimplantation genetic diagnosis (PGD)
licensing process.
Genetic Alliance UK ltd

ACHIEVEMENTS AND PERFORMANCE
Research

Over

1,900
60

people participated in our research
into the eﬀect of living with a rare
condition on patients’ and carers’
mental health

children and young people took part in our
project aimed at better understanding what it
is like for them to live with a rare condition

Our policy and influencing work is always
underpinned by robust evidence. This year, we
undertook a major research project and an
engagement project, both funded by our Rare
Disease UK campaign, which for the first time
generated evidence of how rare disease aﬀects
the mental health of patients and carers, and how
children and young people cope with having a
rare disease.

disease as a fundamental part of their identity.
There are, however, aspects of their care children
think could be improved, including their hospital
environment and the way their care is
coordinated.

Our Living with a Rare Condition: The Eﬀect on
Mental Health project was designed to deliver a
better understanding of the eﬀects of having a
rare condition on patients’ and carers’ mental
health and wellbeing. With 1,937 participants in
the survey and/or in-depth interviews, our
findings were presented to a multi-stakeholder
workshop where policy recommendations were
developed.
For our Children and Young People’s Experience
project we held a number of engagement
activities that were flexible and creative, and
designed to allow children and young people
from across the UK with varying communication
needs and learning abilities to take part. We
listened to the stories of over 60 children and
young people aged between three and 17 who
have a genetic, rare or undiagnosed condition, as
well as siblings of an aﬀected child/young person.
We found that children aﬀected by rare disease
are adaptive, resilient and do not see their rare
Genetic Alliance UK ltd

Amy Hunter, Director of Research
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ACHIEVEMENTS AND PERFORMANCE
Support

We hosted

69
240

family
events

new families joined our support network

Now in its seventh year, our support network,
SWAN UK, continued to provide a lifeline for
families coping with the challenges and
uncertainty of having a child aﬀected by an
undiagnosed genetic condition. We welcomed
240 new families and 331 new members to SWAN
UK this year making our current total 2,484
individual members from 1,655 families. As in
previous years, we sadly also lost some children
and young people. We continue to work with our
community to develop ways to support and help
these families.
Providing the only dedicated support available
for families with undiagnosed genetic conditions
in the UK, this year we have particularly focused
on how we can engage more with groups who are
traditionally hard to reach or under-represented
in our community. For the first time, we hosted a
Dad’s Summit, attended by eight fathers of
children with undiagnosed genetic conditions, to
better understand the unique challenges they
face and to help guide service development for
them in the future. We also used targeted
communication strategies, such as running a
series of family stories written by dads, and
increasing the number of images of dads and
their children we use on our social media
Page 10

channels and website. This is to encourage more
fathers to get actively involved in our work. Our
dedicated dads’ online group now has 109
members and, for the first time ever, regular
conversations are occurring on a daily basis.

volunteer Parent Representatives (Parent Reps)
and Local Network programme allowed us to
continue to develop our regional presence in
response to the needs identified by our members
in the area. This year we recruited and trained
seven new volunteer Parent Reps, including one
dedicated to working with dads, and our first
Parent Reps in Scotland and Wales, bringing the
current total of active Parent Reps to 19. They
have manned over 30 information stands at local
parent/carer events, conferences and children’s
hospitals, including regular stands at Glasgow
Children’s Hospital, Alder Hey Children’s Hospital,
Bristol Children’s Hospital and Birmingham
Children’s Hospital. They have attended over 30
meetings for patient and public information,
including participating in the South West
Genomic Medicine Centre rare disease oversight
group, Welsh Rare Disease Implementation
Group’s delayed development subgroup, and
100,000 Genomes Project Children and Young
People's Literature Review group. They have
networked with local services, professionals and
parent groups giving over 35 talks and arranging 20
coﬀee meet ups. SWAN UK parents have been
fundamental in our wider policy work too,
including two Parent Reps attending the EURORDIS
Winter School and, following participation in the
Genetic Alliance UK genome editing workshop,
speaking at the inaugural Association for

Responsible Research and Innovation in Genome
Editing meeting in Paris.
We hosted 69 family events including monthly
stay and play sessions and big day trips to
Paultons Park, Longleat and Flamingoland with
694 total attendees. SWAN UK hosted five
Information Events, attended in total by 120
people. Focusing on undiagnosed genetic
conditions, and held in partnership with regional
genetics centres and local genomic medicine
centres (Bristol, Newcastle, Cardiﬀ,
Southampton, and London) these events bring
experts, clinicians and families together.
This year’s focus for Undiagnosed Children’s Day
was to reach as many undiagnosed families as
possible. This was achieved through the
production of a recruiters’ pack encouraging all
our members to engage with their local services
and reach out to other parents in their area who
could benefit from support. Through the use of
targeted social media images and mailshots, we
also encouraged other organisations to identify
how many undiagnosed families they support.
71 new families signed up between April and
mid-May. The day also saw 23 fundraising events
hosted, including bake sales, a sponsored walk,
the Virgin London Marathon and a danceathon,
raising £6,123 total.

We were also delighted to take part in the
Breaking Down Barriers project led by one of
Genetic Alliance UK’s members, the Alstrom
Syndrome UK, which has enabled us to develop
resources specifically for Urdu-speaking families
of children and young adults aﬀected by
undiagnosed genetic conditions. Over the last
year we have been working to translate our series
of genetic information leaflets into written and
audio formats, and are in the final stages of
producing a family story video of an Urdu
speaking father sharing his experiences of raising
his undiagnosed son. These resources are due to
be launched in June 2018.
SWAN UK members have continued to take an
active part in representing their community
through blogging, fundraising and engaging in
the wider policy work of Genetic Alliance UK.
Our online forums continue to provide 24/7
information and support for families and our
Genetic Alliance UK ltd

SWAN UK day trip to Flamingoland
Genetic Alliance UK ltd
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ACHIEVEMENTS AND PERFORMANCE
Information and communications

2,250,560
115
We
produced

e-newsletters

Fundamental to our work is clearly
communicating our output, and being a trusted
source of information in the field. The high
standard we set ourselves for all our
communications has resulted in a significant
increase in our audiences across all of our areas
of work.
Our key achievements have included:
13 English versions of support and information
leaflets about genetics updated and accredited
with the Information Standard.
Through a series of workshops, patient group
events and interviews, we have been engaging
with families and professionals to develop our
Rare Resources Toolkit. The Toolkit will provide
information and signposting to support services
for families who are seeking, or have recently
received, a diagnosis of a rare, genetic or
undiagnosed condition and will be launched in
autumn 2018.
Rare Disease Day
2,250,560 people were reached by our messaging
in February by Rare Disease UK’s Facebook and
Twitter (up 1,610,381 from last year). 370,000
people were reached through our Rare Disease
Day Thunderclap. The top tweet for February
reached 47,600 people and the Rare Disease UK
Twitter profile was visited 12,100 times.
115 e-communications sent- all with above
industry standard open and click-through rate.
— 32 Genetic Alliance UK members’ updates
— 12 Genetic Alliance UK monthly updates
Page 12

reached by our
Rare Disease Day
message

—
—
—
—
—

10 Genetic Alliance UK topic specific mailers
29 Rare Disease UK supporter newsletters
16 industry newsletters
four SWAN UK quarterly newsletters
12 SWAN UK newsletters

19 videos published – with 83,657 total views
— Rare Disease Day: four patient experience
videos, two trailer videos, and 13 staﬀ videos
explaining what we do for the rare disease
community
— a video on the implementation plans for UK
Strategy for Rare Diseases Undiagnosed
Children’s Day campaign video

page, 1,234 new likes for Rare Disease UK, and
1,368 new likes for SWAN UK.
— Genetic Alliance UK’s followers have increased
by 18.5% this year
— Rare Disease UK followers increased by 35%
this year
— SWAN UK Facebook followers increased by
19% this year

Our lnstagram accounts continue to thrive with
2,771 total followers across each strand of our
work. We have held three lnstagram challenges
throughout the year including #ElfOnTheShelf in
December across all three channels, the Rare
Disease Day challenge on Rare Disease UK’s
lnstagram and a challenge on the SWAN UK
lnstagram for Undiagnosed Children’s Day, all
helping to increase our reach to new audiences.

110 published blogs
— four Genetic Alliance UK guest blogs
— 21 Rare Disease UK patient experience blogs
— 34 SWAN UK members' blogs
— 51 SWAN UK family stories

Social Media
5,281 new Twitter followers: 1,775 new followers
for Genetic Alliance UK, 2,588 for Rare Disease
UK, and 918 for SWAN UK.
— 21 accounts joined the Genetic Alliance UK

conference conversation on twitter using the
hashtag #GenAll_17
— four Twitter takeovers for Rare Disease Day
— 48 Rare Disease UK twitter takeovers across
the year
— 12 Twitter takeovers around Undiagnosed
Children’s Day
— 2,986 new Facebook followers: 384 new
followers for the Genetic Alliance UK Facebook
Genetic Alliance UK ltd
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FUTURE PLANS
Next year we plan to launch a new five-year
strategy, the focus of which will be to drive
progress in improving the diagnosis, care,
support and treatment for all those aﬀected by
genetic, rare or undiagnosed conditions.
We will do this by:
DRIVING PROGRESS:
Improving outcomes for everyone aﬀected by
genetic, rare and undiagnosed conditions
through evidence-based influencing and
campaigning.
Building our community: Supporting and
developing communities by providing an
excellent range of services to our members,
new groups and everyone aﬀected by these
conditions.
Building greater awareness: Creating the
impetus for positive action by increasing
understanding within the general public, the
health and social care community, and with
policy makers.
Building our organisation: Maximising our
capacity to deliver a programme of sustainable
growth, continued improvement and
development.
Looking forward to the next financial year, we will
continue to upskill our community, increasing the
number of training and networking opportunities
we oﬀer. Responding to the needs of our
members, we will run regular webinar and
practical workshops and explore new ways to
oﬀer additional support to our smaller members
to grow and develop. Our website will have added
functionalities that will allow our members to
access resources and promote their events.
With continued advancements in genomics and
more families receiving a diagnosis of ultra-rare
genetic conditions of which there may only be a
few cases known worldwide, there is a risk of a
fracturing of the rare disease community into
ever smaller groups, and families being left
without access support or information. We will
seek funding to continue and expand our
Page 14

Building Rare Communities project to develop
and strengthen the rare disease community so
new groups can benefit from the extensive
knowledge, experience and opportunities
available from Genetic Alliance UK and our
member organisations.
Our policy team will be focusing on two new
projects: Resetting the Model and a Patient
Charter on Newborn Screening. The UK currently
has 15 decision-making processes that control
access to rare disease medicines according to a
varying range of criteria, with overlapping and
sometimes contradictory remits. These parallel
processes leave us with multiple separate
decisions being made on the same treatment,
with diﬀering conclusions, generating inequity
across the UK. Through Resetting the Model, our
multi-stakeholder engagement project, we aim to
deliver an ambitious new vision for access to rare
disease medicines for the four nations of the UK.
Newborn screening was introduced in the UK in
1969 for phenylketonuria, and only eight
conditions have been added to the programme in
the intervening years. This leaves the UK out of
step with practice in other high income countries,
most of which routinely screen for 30 conditions
or more in the newborn. In the coming financial
year we will work to bring forward a Patient
Charter on Newborn Screening. In making our
recommendations for the future of newborn
screening we will examine the current decision
making rationale, the technological possibilities,
innovation in treatment and the role of patient
voice in decision making as well as UK practice in
the global context.
Genetic Alliance UK will continue to provide the
Secretariat for the All Party Parliamentary Group
(APPG) on Rare, Genetic and Undiagnosed
Conditions and support their work. In the coming
year we will work with the APPG to investigate
the social care needs of those aﬀected by rare,
genetic and undiagnosed conditions, and
determine if these needs are being met.
In 2018, the Cross Party Group in Scotland will
hold a session on access to new medicines for
rare conditions in response to the introduction of
a new ultra orphan framework, and a multistakeholder conversation on raising awareness of
Genetic Alliance UK ltd

rare, genetic and undiagnosed conditions within
NHS Scotland.

Genetic Alliance UK management team
at our Annual Conference 2017
The UK’s departure from the European Union will
be challenging for the rare disease community.
We will work with the APPG to ensure that, post
Brexit, the UK will be able to continue to
collaborate through European Reference
Networks (ERNs). We will hold an event that
brings together rare disease stakeholders from
across Europe, and work to ensure that Brexit
negotiations include provisions for the NHS to
continue to take part in ERNs.
Our research team has three new confirmed
projects. COordiNated Care Of Rare Diseases
(CONCORD) is a University College London led
study on which we are co-investigators. This study
has been awarded funding by the National Institute
of Health Research and will assess the types of care
coordination provided by the NHS, and patient
preferences for models of coordination. This study
is based on the Hidden Costs project completed by
Genetic Alliance UK in 2016.
As part of a European partnership, SOLVE-RD will
look at improved use of sequencing data and
related service provision for diagnosing rare
conditions. Granted funding by the European
Commission, we will draw on the experiences of
Genetic Alliance UK and SWAN UK members to
contribute to co-designing how results from
genomic sequencing should be fed back to families.
Finally, the research team will work on a new
piece of engagement work with Genomics
England. The aim is to ensure that the needs and
views of rare disease patients and families remain
central during the creation of the new genomic
medicine service from the foundation laid by the
100,000 Genomes Project.
In late 2017, we invited our members to express
their interest to join our Rare Disease Priority
Setting Partnership (PSP). We will continue to
Genetic Alliance UK ltd

work with our members to define the scope of
this PSP and, ultimately, to develop a ‘top 10’ list
of unanswered research questions as seen by
patients, carers and clinicians.
As SWAN UK enters the final year of its current
three year grant from the Big Lottery Fund in
England we are focusing on securing more regional
trust and foundation support as well as increasing
our community fundraising activities. Moving
forward we will seek to increase the support
oﬀered in the other home nations. We will continue
to work closely with the families we support to
identify the issues they face and find ways to
address these, including ensuring their voice is
represented in the development of the new NHS
genomic medicine service. With continued interest
from members to volunteer as Parent Reps we will
seek funding to employ a dedicated volunteer
support oﬀicer to meet this demand and ensure
the continued success of this programme. As more
SWAN UK members and Parent Reps continue to
become interested in the wider policy and
engagement work of Genetic Alliance UK we will
develop a more formalised internal structure to
encourage and enable this involvement.
We will continue to run our national awareness
days: Rare Disease Day and Undiagnosed
Children's Day. Both of these days have the
potential to engage schools nationally, helping the
younger generations to understand what it means
to have a genetic, rare or undiagnosed condition,
and oﬀering them the opportunity to fundraise.
Our digital reach will continue to be our daily
communications focus, with improved
diﬀerentiation between our three areas of work
and a commitment to delivering our information
in a dynamic way with the use of video, podcasts,
infographics and GIFs. We will continue to
actively promote the work of our members and
their awareness and information events, and plan
to disseminate our learning and resources for use
by our members.
All of our work is underpinned by the income we
generate. In the coming year there will be a focus
on diversifying our income through attracting
new corporate sponsorship, increasing our
voluntary income and securing greater support
from trusts and foundations.
Page 15

TREASURER’S LETTER AND FINANCIAL REVIEW
31 MARCH 2018

Thank you to all our members and funders
who have helped to support the work we
describe in this report.
Review of the financial position
The results for the year are set out in the
statement of financial activities on page 23. The
total income for the year was £758,973
(£1,048,394 in 2017, £861,043 in 2016). The higher
income in 2017 was due to the release of deferred
restricted income of £228k. Without this one-oﬀ
adjustment, we have a small trend of decreasing
income. This is primarily due to the post of
Director of Development/Fundraising being
vacant for twenty-one months between January
2016 and October 2017.
Principal funding elements
Total expenditure for the year was £889,594
(£794,205 in 2017, £845,387 in 2016). The increase
in expenditure was principally due to the post of
Ambassador being filled by the outgoing Director,
whilst also employing a new Chief Executive
Oﬀicer. As stated, there was no Director of
Development the previous financial year, but
successful recruitment to this post half way
through this financial year has also increased our
expenditure. Therefore, we have two extra posts
in the staﬀing structure to fund for 2017/18 in
comparison to 2016/17.

Reserves policy
Unrestricted reserves of £169,465 represent 4.7
months’ expenditure on total annual cost
commitments of £433,879. Unrestricted costs of
£173,471 in the statement of financial activities
on page 23 are net of £356,344 of salaries charged
to restricted projects in the year. The restricted
reserves of £344,840 represent 11.6 months’
restricted salary costs.
Total reserves of £514,305 represent 6.9 months’
expenditure on total costs of £889,594. The
Trustees have set a target in the medium term to
increase the unrestricted reserves ratio to
approximately 9 months’ expenditure which
would equal about £325k. As we stated last year,
this will be achieved primarily by attracting more
unrestricted donations to support the core
objects of the charity, which will be more
achievable with our expanded fundraising team.
Conclusion
In the coming financial year we will seek to
diversify income sources for Genetic Alliance UK
with the aim of ensuring sustainability to support
our future activities.

There was a deficit of £130,621 (£254,189 surplus
in 2017, £15,656 surplus in 2016). The majority of
this deficit is caused by expenditure of restricted
funds banked in the previous financial year.

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 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
reappointment. New trustees receive induction
from existing trustees and senior members of
staﬀ. Trustees 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 2018, 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 six times in
the year.
The F&G committee comprises four trustees and
the CEO. All trustees receive the papers and may
attend the meetings. The F&G committee reports
back to the full Board of Trustees, ensuring all
decisions made are fully ratified. Trustees have
delegated day-to-day management of Genetic
Alliance UK to the management team, led by the
Chief Executive Oﬀicer, who collectively have
responsibility for delivering the approved
strategy.

There was a small deficit in core funds of £10,952
(£38,627 surplus in 2017, £28,339 in 2016). This
leaves our unrestricted reserves at £169,465
(£180,417 in 2017, £141,790 in 2016).

David Ramsden, Treasurer, Board of Trustees
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STRUCTURE, GOVERNANCE
AND MANAGEMENT

Genetic Alliance UK ltd

Risk management
Trustees have considered the major risks to
Genetic Alliance UK ltd

which the charity is exposed and have
established procedures including a risk register to
identify and manage those risks. All risks are
reviewed regularly at Board of Trustees and F&G
committee meetings. Significant risks include:
— Financial sustainability – we pursue diverse
opportunities to generate income. We
implement procedures for authorisation of all
transactions, regularly reviewing expenditure
to provide relevant information, maintain
control and mitigate fraud.
— Preserving our reputation – in undertaking
all new activities and collaborations, we
consider whether they align with our aim and
objectives, whether they will enable us to
deliver on our public benefit and whether they
meet our Ethical Collaboration Policy.
— Retention of knowledge and expertise – we
endeavour to facilitate staﬀ to achieve a high
level of job satisfaction thereby enabling them
to feel fulfilled, supported and provided with
career development opportunities.
Fundraising
In the absence of a fundraising team, Genetic
Alliance UK used 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 inhouse permanent members of staﬀ.
Genetic Alliance UK has not been part of a
voluntary fundraising standards organisation in
this financial year, but it will seek membership
next year. However, we have adhered to The Code
of Fundraising Practice and the codes of ethics
laid out by the Fundraising Regulator in relation
to our 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.
The charity received one complaint about
fundraising in this financial year – and this was
related to the level of support oﬀered at a
fundraising event rather than our fundraising
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activity. The process for reporting complaints is
that firstly it falls to the Director of Fundraising
and Communications to investigate any breach in
internal processes, and the findings are reported
to the Chief Executive Oﬀicer and latterly the
Board if the complaint is significant or requires a
disciplinary process. The Chief Executive Oﬀicer
then responds to the plaintiﬀ directly with a
suggested resolution.
Genetic Alliance UK advertises its fundraising
activities through online channels and e-news,
and never approaches individuals with direct
requests for appeals or to take part in fundraising
activities. Anyone wishing to stop hearing from us
about fundraising activities can simply
unsubscribe from our mailings.
As such we have not intruded on a person’s
privacy, never unreasonably persisted with
approaches to solicit money or other property
and have not applied undue pressure on any
person we have contact with.
Statement of trustees’ responsibilities
The trustees (who are also directors of Genetic
Alliance UK Ltd for the purposes of company law)
are responsible for preparing the Board of
Trustees’ Report and Accounts in accordance
with applicable law and United Kingdom
Accounting Standards.
Company and charity laws require 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 these financial statements the
trustees are required to:
—

—

state whether applicable UK Accounting
Standards have been followed, subject to any
material departures disclosed and explained in
the financial statements; and prepare the
financial statements on a going concern basis
unless it is inappropriate to presume that the
charitable company will continue in operation.

REFERENCE AND
ADMINISTRATIVE DETAILS
Company number
0577 2999

Company Secretary
Simon Evans

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 which
enable them to ensure that financial statements
comply with the Companies Act 2006, the
Charities and Trustee Investment (Scotland) Act
2005 and the Charities Accounts (Scotland)
Regulations 2006 (as amended). They are also
responsible for safeguarding the assets of the
charitable company and for taking reasonable
steps for the prevention and detection of fraud
and other irregularities.

Registered charity numbers
1114 195 (England and Wales)

Chief Executive Oﬀicer
Dr Jayne Spink (from 19 April 2017)

Provision of information to auditors
Each of the persons who are trustees at the time
this Report of the Board of Trustees and Accounts
is approved has confirmed that: there is no
relevant audit information of which the
charitable company’s auditor is 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 auditor is aware of that information.

Trustees
Chris Goard, Chair

Re-election of auditors
In accordance with section 485 of the Companies
Act 2006, a resolution proposing that Nyman
Libson Paul be reappointed as auditors will be
put to the Annual General Meeting. In preparing
this report, the trustees have taken advantage of
the small companies exemptions provided by
section 415A of the Companies Act 2006.

SC03 9299 (Scotland)
Registered oﬀice
CAN Mezzanine 49-51 East Road
London. N1 6AH
Until 20 April 2018, Genetic Alliance UK Ltd's
registered oﬀice was: Level 3, Barclay House, 37
Queen Square, London, WC1N 3BH.

Richard West, Treasurer (to 26 September 2017)
David Ramsden, Treasurer (co-opted 31st October
2017)
Dr Rafael Yanez, Member of the Finance and
Governance Committee
Susan Walsh
Tania Tirraoro Member of the Finance and
Governance Committee (to 26 September 2017)

Management team
Dr Amy Hunter, Nick Meade, Lauren Roberts,
Simon Evans, Emma Damian-Grint (from 2
October 2017). Alastair Kent QBE as Ambassador
(until 30 March 2018)
Auditor
Nyman Libson Paul Chartered Accountants,
Regina House, 124 Finchley Road, London NW3
5JS.
Bankers
CAF Bank Ltd, 25 Kings Hill Avenue, Kings Hill,
West Malling, Kent ME19 4JQ. HSBC, Lion House,
25 Islington High Street, London N1 9LJ.
Nationwide Business Savings, PO Box 3, 5-11 St
George's Street, Douglas, Isle of Man, IM99 1AS.
Virgin Money Saving, Jubilee House, Gosforth,
Newcastle upon Tyne, NE3 4PL.

Dr Mike Knapton (to 26 September 2017)
John Mills (to 17 August 2017)

Website
geneticalliance.org.uk

Sally George (to 16 October 2017)
Jenny Versnel (to 26 September 2017)
Sara Hunt (appointed 26 September 2017)

Facebook
facebook.com/GeneticAllianceUK

Gloria Clark (appointed 26 September 2017)
Elizabeth Porterfield (appointed 26 September
2017)

select suitable accounting policies and apply
them consistently

Twitter
twitter.com/GeneticAll_UK

Sue Millman (appointed 26 September 2017)

— make judgements and estimates that are

Nic Bungay (co-opted 9th January 2018)

reasonable and prudent
—

Observers
Dr Fiona Hemsley Robin Nott

observe the methods and principles in the
Charity's Statement of Recommended Practice
(SORP)
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FINANCIAL STATEMENTS
INDEPENDENT AUDITORS REPORT
To the members of Genetic Alliance UK
Opinion
We have audited the financial statements of
Genetic Alliance UK Ltd for the year ended 31
March 2018 set out on pages 23 to 32 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).
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.
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
2018, 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
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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.
Conclusions relating to going concern
We have nothing to report in respect of the
following matters in relation to what the ISAs
(UK) require us to report to you were:
— 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
Genetic Alliance UK ltd

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.
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
Genetic Alliance UK ltd

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.
Auditor’s responsibilities for the audit of the
financial statements
We have been appointed auditor under section
44(l)(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
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STATEMENT OF FINANCIAL ACTIVITIES
for the year ended 31 March 2018

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 auditor’s report.

Restricted
Unrestricted
Restricted Unrestricted
funds
funds
funds
funds
Note

2018
2018
££

2
3
4
5

55,866

2018
2018
££

Total
Total
funds
funds

Total
funds
funds

2018
2018
££

2017
2017
££

INCOME FROM:
Income
from:
Donations and legacies
Investments
Charitable activities - Grants
Charitable activities - Other Income
Total
income
Total Income

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

92,512
2,022

540,588

148,378
371,096
2,022
1,193
540,588
651,824
67,985
24,281
758,973 1,048,394

596,454

67,985
162,519

6,933

40,617

47,550

55,003

132,854

709,190
132,854

637,894
101,308

173,471

889,594

794,205

EXPENDITURE ON:
Expenditure
on:
Raising funds

Date: 16 July 2018
Charitable activities
Specific Project Work
Information and Education

Total Expenditure
Total
expenditure

716,123
(119,669)

(10,952) (130,621)

254,189

Net
in funds
Netmovement
movement
in funds

(119,669)

(10,952) (130,621)

254,189

Reconciliation
of funds
Reconciliation
of funds
Total funds brought forward

464,509

180,417

644,926

390,737

344,840

169,465

514,305

644,926

Steve Brine MP, Minister for Health, Rt Hon Dame Cheryl Gillan MP,
Vice-Chair of APPG on Rare, Genetic and Undiagnosed Conditions, Jayne Spink,
Sabah Jamil and family at Westminster Rare Disease Day Reception 2018
Genetic Alliance UK ltd

6

Net
(expenditure)
Netincome
income
(expenditure)

Totalfunds
funds
carried
forward
Total
carried
forward
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BALANCE SHEET
for the year ended 31 March 2018

CASH FLOW STATEMENT
for the year ended 31 March 2018

for the year
ye ended
e
end
ende
31 March
Ma
Mar
20
201
2018

for the year
ye ended
yea
eende
en
331 M
March
Ma
Mar
201
2018
20
Notes

£

2,018
2018
£

£

2,017
2017
£

CASH
FROMoperating
OPERATINGactivities
ACTIVITIES
Cash FLOWS
flows from

Current
assets
Current assets
Debtors Accrued Income and Prepayments
Cash at bank and in hand
Total
assets
Totalcurrent
current
assets
Creditors
Amounts due within one year

9

11

20,392
557,950
578,342

151,424
597,381
748,805

(64,037)

(103,879)

Interest Received

514,305

644,926

Total assets
lessless
current
liabilities
Total
assets
current
liabilities

514,305

644,926

10
10

Total charity
funds
Total
charity
funds

344,840
169,465

464,509
180,417

514,305

644,926

The financial statements were approved by the trustees on 16 July 2018 and signed on their behalf by

Christopher Goard, Chair

2017
2017
££
(67,669)

CASH
FROMinvesting
INVESTINGactivities
ACTIVITIES
Cash FLOWS
flows from

Net current
assets
Net
current
assets

The funds
of the
The
funds
of Charity
the charity
Restricted funds
Unrestricted funds

2018
2018
££
(41,453)

2,022

1193

CHANGE
IN the
THEyear
YEAR
Change IN
in CASH
cash AND
and CASH
cash EQUIVALENTS
equivalents in

(39,431)

(66,476)

CASH
ATthe
THEbeginning
BEGINNINGof
OFthe
THEyear
YEAR
Cash AND
and CASH
cash EQUIVALENTS
equivalents at

597,381

663,857

TOTAL
CASHand
ANDcash
CASHequivalents
EQUIVALENTSatAT
THE
END
THE
YEAR
Total cash
the
end
ofOF
the
year

557,950

597,381

Net Income before other recognised gains or losses
Interest received
Decrease / (increase) in Debtors
Increase / (decrease in Creditors

(130,621)
(2,022)
131,032
(39,842)

254,189
(1,193)
(46,040)
(274,625)

NET
INFLOWfrom
FROMoperation
OPERATINGactivities
ACTIVITIES
Net CASH
cash inflow

(41,453)

(67,669)

RECONCILIATION
OFnet
NETincoming
INCOMINGresources
RESOURCES
Reconciliation of
to net
activities
TO
NETcash
CASHflow
FLOWfrom
FROMoperating
OPERATING
ACTIVITIES

David Ramsden, Honorary Treasurer

The notes on pages 2хҊтр form part of these financial statements
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NOTES TO THE FINANCIAL STATEMENT
for the year ended 31 March 2018
1 Accounting policies
1.1 Basis of preparation of financial
statements
The financial statements have been prepared in
accordance with 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) issued on 16 July 2014 and the
Charities Act 2011 and UK Generally Accepted
Accounting Practice as it applies from 1 January
2015.
The financial statements have been prepared to
give a ‘true and fair’ view and have departed from
the Charities (Accounts and Reports) Regulations
2008 only to the extent required to give a ‘true
and fair view’. This departure has involved
following Accounting and Reporting by Charities
preparing their accounts in accordance with the
Financial Reporting in the UK and Republic of
Ireland (FRS102) issued on 16 July 2014 rather
than the Accounting and Reporting by Charities:
Statement of Recommended Practice eﬀective
from 1 April 2005 which has since been
withdrawn.
Genetic Alliance meets the definition of a public
benefit entity under FRS 102. Assets and liabilities
are initially recognised at historical cost or
transaction value unless otherwise stated in the
relevant accounting policy note.
The trustees have reviewed the circumstances of
the charity, and consider that adequate resources
continue to be available to fund the 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.
1.2 Income
All income is included in the statement of
financial activities (SOFA) when the company is
legally entitled to the income and the amount
can be quantified with reasonable accuracy.
Donations are accounted for when received and
membership subscriptions on a receivable basis.
Grants are accounted for on an accruals basis and
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NOTES TO THE FINANCIAL STATEMENT
for the year ended 31 March 2018

are allocated to income arising from Charitable
Activities Investment income is recognised on a
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.
1.3 Expenditure
Expenditure is charged to the statement of
financial activities (SOFA) on an accruals basis as
a liability is incurred and is classified as follows:
a) Cost of generating funds – this comprises costs
incurred by the charity associated with attracting
voluntary income to finance its 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.
1.4 Pensions
The charity contributes to the personal pension
scheme of the staﬀ member’s choice. The charity
contributes 7% of salary to the pension scheme
when staﬀ contribute 3% or more to it.

1.6 Tangible assets and depreciation
Tangible assets are stated at cost less
depreciation. Depreciation is provided at rates
calculated to write oﬀ the cost of the fixed asset,
less their residual value, over their expected
useful lives on the following basis: Computer
equipment, above a de minimus of £1,000 –
straight line 3 years.
1.7 Operating leases
Rentals under operating lease are charged to the
statement of financial activities on a straight line
basis over the lease term.
1.8 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 transaction. There was no unrealised
exchange gain (2017 gain of £3,881) recognised in
these notes to the statement of financial activities
in respect of EU funded projects.
1.9 Taxation
The charity is a registered charity and exempt
from income tax and corporation tax under
section 2, Schedule 3 of the Charities Act 2011.
1.10 Recognition of Liabilities
Liabilities are recognised when there is a legal or
constructive obligation that commits the Charity
to the obligation.
1.11 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 9 and 11). Basic financial
instruments are initially recognised at transaction
value and subsequently measured at their
settlement.
1.12 Debtors, Prepayments and Accrued
Income
Debtors are trade and other debtors, 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.
1.13 Creditors
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.
1.14 Significant Estimates and Judgements
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.
1.15 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.

1.5 Fund accounting
Restricted funds are accounted for in accordance
with the particular terms of trust arising from the
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.
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NOTES TO THE FINANCIAL STATEMENT
for the year ended 31 March 2018
2. Donations and legacies

Restricted
Restricted Unrestricted
Unrestricted
funds
funds
funds
funds
2018
2018
2018
2018
££
££

General donations to RDUK
General donations to SWAN UK
GlaxoSmithKline
House of Fraser
Thomas Cook
Medical Research Council
Membership subscriptions
Other donations
Wellcome Trust

10,501
45,365
-

Voluntary income*

55,866

3. Investment income

NOTES TO THE FINANCIAL STATEMENT
for the year ended 31 March 2018

39,230
13,282
40,000

10,501
45,365
39,230
13,282
40,000

92,512

148,378

-

6. Total Expenditure

Total
Total Total Total
funds
funds
funds
funds
2017
2018
2017
2018
££
££

The costs of generating funds, charitable activities expenditure and governance costs by the allocation
of direct and support costs.

15,125
65,411
40,000
118,932
17,795
10,000
19,174
44,659
40,000
371,096

Costs directly
allocated
to activities
Costs
directly
allocated
to activities

Specific project work
Staff costs
Consultancy & professional fees
Conferences & events
Travel & subsistence
Website
Other attributable costs

Restricted Unrestricted
Unrestricted
Restricted
funds
funds
funds
funds
2018
2018
2018
2018
££
££
0

2,022

Total Total Total
funds
Total
funds
2017
funds
funds
2018
2017
2018
££
££
2,022

Staff costs
Occupancy & administration costs
Travel & Subsistence
Legal & professional fees
Audit & accountancy fee
Allocation of Governance Costs

1,193

4. Charitable Activities – Grants receivable
Restricted Unrestricted
Unrestricted
Restricted
funds
funds
funds
funds
2018
2018
2018
2018
£
£
££

Total Total funds
Total
Total
funds
2017
funds
funds
2018
2017
2018
£
££
£

Restricted
Restricted
funds
funds

Total
Total
2018
2018

Total
Total
2017
2017

££

££

££

££

Direct
Direct
Direct
Direct
Direct
Direct

356,344
54,963
49,154
30,554
2,372
66,357

356,344
54,963
49,154
30,554
2,372
66,357

314,035
19,910
39,327
34,804
3,848
48,567

22,352
5,633
-

22,352
5,633
-

17,435
30,000
124
5,923
25,980
27,413
5,034
78,118
8,063

5,000
263,167
42,172
40,990
54,000
100,002
2,500
4,772
540,588

37,200
14,578
5,598
219,046
96
104,703

-

5,000
263,167
42,172
40,990
54,000
100,002
2,500
4,772
540,588

3,663
5,878
7,516
19,086
33,384
10,504
651,824

17,070
50,915
67,985

17,070
50,915
67,985

10,195
14,086
24,281

HFEA - Net Contribution
Coneference & Other Receiipts
-

Staff time
Allocation
Allocation
Direct
Direct
Direct

33,764

132,744
(22,307)

22,053

37,957
118,422

226,518
96,115
1,217
6,000
889,594

219,638
105,990
2,486
5,600
794,205

1,217

6,853
40,617

22,417
132,854

6,000
(29,270)
-

716,123

7. Trustees’ Benefits: advances, credit and guarantees
None of the trustees (or any persons connected with them) received any remuneration during the year.



8. Analysis of Staﬀ Costs and the Cost of Key Management Personnel
The average number of employees during the year was:



5. Charitable Activities – Other Income
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Governance
Governance

Support costs in relation to activities

Interest receivable

Access to Medicines Scotland
Access to Medicines (Wales)
EU Patients Academy (E.U.P.A.T.I)
Fresh Steps Scotland 1
Gen Equip -ERASMUS
Genomics Conversation
Genome Editing
Breaking Down Barriers 2
Helping patients help themselves : England
Helping patients help themselves :Scotland (previously
Supporting Patient Groups in Scotland)
Hidden Cost of Rare Diseases
Neuro Enhancement: Responsible Research and Innovation
Newborn screening patient charter 21
Producing Effective Patient Leaflets -P.H.E.
Rare Disease UK 3,4,5,6,7,8,9,10,11,12,13,14,15,16,17,18,19,20,21,22,23,24
Rare Disease Day 2018 7,8,9*,10,17,22,24*,25,30
Resetting The Model 7,10,22
RD PSPs 28
SWAN UK: England
SWAN UK: BLF England 27
SWAN UK Dad's Forum 26
SWAN UK: Family Fun Days
SWAN UK: Local Networks
T.A.I.N: Patient Experiences
TAIN 2 AISD 29
Insurance and Genetics - UKFGI
Empowerment Webinar

Basis
Fundraising Membership,
Membership,
Basisof
of Fundraising
allocation
Information
allocation
information
education
& education
££
££
£

Genetic Alliance UK ltd

TotalStaff
staﬀCosts
costs
Total
Wages and salaries
Social security costs
Pension costs
Interim Costs

2018
2018
14

2017
2017
14.7

2018
2018
££

2017
2017
££

505,485
49,697
27,680

466,905
35,218
31,548
2,000
533,671

582,862
One employee earned more than £60,000
During the year the charity made pension contributions in respect of 16 employees (2017: 15).
Cost of key management personnel
Wages and salaries
Social security costs
Pension costs
Interim Costs

199,161
22,417
10,844

159,996
17,881
11,166
2,000
232,422
191,043
The Key Management are the Chief Executive, the Director of Policy, the Director of Research, the Director of Support and the Director of Fundraising

99 Debtors

9. Debtors

Trade debtors
Other debtors
Prepayment and accrued income

2018
£
17,800
2,592
20,392

2017
£
37,200
15,036
99,188
151,424
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10. Statement of Funds

11. Creditors
Brought Incoming
Incoming
Less
Transfers
Carried
Brought
Less Transfers
Carried
forward
in/(out)
forward resources
resources
in /(out) forward
forward
resources resources
expended
expended
£
£
£
£
££
££
££

Trade creditors & accruals
Other creditors
Deferred income

Unrestricted funds funds
Unrestricted
General funds - all funds

180,417

162,519

173,471

Total of funds

2017
2017

£
43,976
20,061
64,037

£
82,264
15,124
6,491
103,879

169,465
12 Analysis
of net assets
between
fundsbetween fund
12.
Analysis
of net
assets

Restricted funds funds
Restricted
Access to Medicines (Wales)
Access to Medicines in England
Access to Medicines in Scotland
Animals in Research
ATMP Workshop
Breaking Down Barriers
Empowerment Webinar
Fresh Steps Scotland
Gen Equip - Erasmus
Genome Editing
Genomics Conversation
Helping patients help them themselves: Wales
Helping Patients help themselves: England
Helping patients help themselves: Scotland (previously
Supporting Patient Groups in Scotland)
Engagement
Hidden Costs of Rare Diseases
Insurance and Genetics - UKFGI
MS Research in Scotland
My Condition, My DNA
Neuro Enhancement: Responsible Research and Innovation
Newborn screening patient charter
Patient Engagement in Scotland
Producing Effective Patient Leaflets -P.H.E.
Rare Disease Day 2018
Resetting The Model
RD PSPs
Rare Disease UK General Donations
Rare Disease UK
SWAN UK : Northern Ireland Information Event
SWAN UK Family Events 2016 Thomas Cook
SWAN UK: BLF England
SWAN UK: General Funding
SWAN UK Dad's Forum
SWAN UK: House of Fraser Events 2017
TAIN 2 AISD
T.A.I.N: Patient Experiences

2018
2018

20,600
8,481
1,422
8,800
4,359
5,034
10,504
5,883
12,725
6,967
2,213
48,973
9,073

5,633
22,352
-

18,845
8,481
1,422
6,760
9,259
2,275
13,590
5,883
12,725
1,307
48,973
9,073

(1,755)

(2,040)
(4,359)
(1,408)
(8,229)

(6,967)
(906)

8,762
-

5,000
42,172
40,990
54,000
10,501
263,167
100,002
45,365
2,500
4,772
-

(1,348)
29,909
2,745
156
(17)
5,582
5,598
37,289
1,296
99
25,403
224,112
5,324
109,133
63,427
63,989
4,833

42,057

464,509

596,454

716,123

-

344,840

644,926

758,974

889,594

-

514,305

(4,883)

(631)

(7,404)

Current assets
Creditors due within one year

344,840
344,840

233,502
(64,037)
169,465

Total
Total
funds
funds
2018
2018
£
£

Total
Total
funds
funds
2017
2017
££

578,342
(64,037)
514,305

748,805
(103,879)
644,926

13 Operating
lease commitments
13.
Operating
lease commitments
At 31 March 2018 the charity had future minimum lease payments under non-cancellable operating leases as follows:

42,057
5,000
39,694
53,901
13,340
63,961
21,482
94,143
2,500
-

(1,348)
33,384
2,745
156
(17)
5,582
5,598
28,242
24,906
631
5,324
30,613
112,205
63,989
2,632
4,833

(3,475)

Restricted Unrestricted
Unrestricted
Restricted
funds
funds
funds
funds
2018
2018
2018
2018
£
££
£

Expiry
date:
Expiry
date:
Later than one year
Later than 1 year and not later than 5 years
Later than five years

2018
2018
Buildings
£
6,016
6,016

2017
2017
Buildings
£
36,000
36,000

2018
2018
Equipment
£
5,671
18,091
23,762

2017
2017
Equipment
£
557
9,000
9,557

14. Related party transactions

p y
There were no related party transactions in the year.

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.
Summary of funds
Summary
of funds

General funds
Restricted funds

Brought Incoming Resources Transfers Carried
forward
in/(out) forward
Brought resources
Incoming expended
Resources
Transfers
Carried
forward
££
180,417
464,509
644,926

resources
££
162,519
596,454
758,974

expended
££
173,471
716,123
889,595

in/(out)
£

-

forward
££
169,465
344,840
514,305




Page 30

Genetic Alliance UK ltd



Genetic Alliance UK ltd

Page 31

STATEMENT OF FINANCIAL ACTIVITIES
for the year ended 31 March 2017

ACKNOWLEDGEMENTS

15. Statement of Financial Activities Year ended 31 March 2017

Many individuals and organisations have helped us to deliver our work this year. We would like to say a
heartfelt thank you to them all.

Restricted Unrestricted
funds
funds
funds
Note

2017
2017
££

2017
2017
££

Total
Total
funds
2017
2017
££

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

Income from:
INCOME
FROM:
Donations and legacies
Investments
Charitable activities - Grants
Charitable activities - Other

Volunteers
We greatly benefit from the skills and knowledge of all the volunteers who give their time to Genetic
Alliance UK for free. We estimate that 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:

2
3

217,263

4
5

651,824
24,281
869,087

Total income
Income

153,833
1,193

371,096
1,193
651,824
24,281

179,307 1,048,394

EXPENDITURE
ON:
Expenditure on:
Raising funds

15,631

Charitable activities
Specific Project Work
Information and Education

39,372

55,003

101,308

637,894
101,308

637,894

The many bloggers, public speakers and individuals that have worked with the media to make sure
that 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 SWAN UK’s and Rare Disease UK's future work.
We would like to thank the following funders who have given grants, donations and sponsorship to
support our work this year:
1

Total expenditure:
Expenditure

6

653,525

140,680

794,205

Net income (expenditure)
(expenditure)

215,562

38,627

254,189

movement in
offunds
funds
Net movement

215,562

38,627

254,189

Reconciliation of funds
funds
Total funds brought forward

248,947

141,790

390,737

464,509

180,417

644,926

forward
Total funds carried forward
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2
3
4
5
6
7
8
9
10
11
12
13
14
15
16

The CORRA Foundation (Scottish
Ministers)
Sylvia Adams Charitable Trust
Santhera UK
Amicus Therapeutics
Horizon Pharma
Orchard Therapeutics
Novartis
PTC Therapeutics
Sanofi Genzyme
Biomarin Europe
Vertex Pharmaceuticals
UCB Biopharma
Aegerion Pharmaceuticals
Leadiant Biosciences
Merck Serono
Chiesi

Genetic Alliance UK ltd

17
18
19
20
21
22
23
24
25
26
27
28
29
30

SOBI
Amryt Pharma
lllumina
Biogen UK
BlueBird Bio
Alexion
Bio Products Laboratory Ltd
Shire
Relief Chest (Masonic)
Mike Pitchard
Big Lottery Fund
Wellcome
Diurnal
Public Health England

*funding received in future year for project
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Our Members

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)
The Royal College of Paediatrics and Child Health (provision of meeting space)
Salesforce (provision of 10 licenses for non-profits)
Goodstuﬀ (provision of advertising space in media)
Front Line Genomics (provision of advertising)
Ataxia UK (provision of meeting space)
Birmingham Women's and Children's NHS Foundation Trust (provision of meeting space)
Charity Finance Group (provision of expertise for webinar on GDPR and venue)
Wellcome (provision of venue hire)
Ty Hafan Hospice, Wales (provision of venue space)

Our Members
Assert
Association for Glycogen Storage Diseases UK
Association of Multiple Endocrine Neoplasia
Disorders (AMEND)
Ataxia UK
Ataxia-Telangiectasia Society
Baby James’ Starlight Trust
Bardet-Biedl Syndrome UK
Barth Syndrome Trust
Batten Disease Family Association
Beckwith-Wiedemann Syndrome Support Group
Behçet’s Syndrome Society
BRCA Umbrella
Breathtakers Charity British Heart Foundation
Cambridge and East Anglia RP
Cambridge Rare Disease Network
Cardiomyopathy UK
Cavernoma Alliance UK
COLS Foundation UK and Ireland
Cerebrospinal Fluid Leak Association CGD Society
CHAMP! Patient Support Group
Charcot-Marie-Tooth UK
Child Growth Foundation
Child Lung Foundation
Childhood Eye Cancer Trust
Children’s Mitochondrial Disease Network
Children’s Health Scotland
Chromosome 18 Registry and Research Society
(Europe)
Climb
CML Support Group
Cohen Syndrome Support Group
Confer Scotland
Congenital Adrenal Hyperplasia Support Group
Costello Support Group (International)
Cri Du Chat Syndrome Support Group
Cure and Action Tay-Sachs Foundation
Cystic Fibrosis Trust
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DC Action
DDD/C3G Renal Support Group UK
DEBRA
Dercum's Disease and Rare Disease Foundation UK
Diamond Blackfan Anaemia Support Group UK
Down’s Heart Group
Dravet Syndrome UK
East Lanes Community Genetics
East London Branch Sickle Cell Society
Ectodermal Dysplasia Society
Ehlers-Dantos Support UK
Elijah’s Hope CIC
Fanconi Hope
FAP Gene Support Group
Findacure
FSH Muscular Dystrophy Support Group
Fuchsfriends UK
Funny Lumps
GATA2 Deficiency Support Group
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
lchthyosis Support Group
Genetic Alliance UK ltd

Inherited Prion Disease Support Group
Jeune Syndrome Foundation
Jnetics Kabuki UK
Keratoconus Self Help and Support Group
KIFla.org
Kleefstra Syndrome
Klinefelter Organisation UK
Klinefelter’s Syndrome Association
Leber's Hereditary Optic Neuropathy Society
Lily Foundation
Lipodystrophy UK
LPLD Alliance
Lynch Syndrome UK
Make Billy Smile
Making it Better – The Daniel Courtney Trust
Manchester Sickle Cell and Thalassaemia Centre
Marfan Association UK
Marfan Trust
Max Appeal MEBO Research
Mike Matters
Moebius Research Trust
Mosaic Down Syndrome UK
Motor Neurone Disease Association
Mowat-Wilson Syndrome Support Group
MPGN/DDD Support Group
Muscular Dystrophy UK
Myotonic Dystrophy Support Group
NAITbabies
Narcolepsy UK
National Sickle Cell Programme
National Society for Phenylketonuria (NSPKU)
National Voices
Nemaline Myopathy Support Group
Nephrotic Syndrome Trust
Niemann-Pick UK
Noonan Syndrome Association
Noonan UK
Organisation for Fetal Anti-Convulsant
Syndromes
OSCAR
Osteopetrosis Support Trust Pemphigus Vulgaris
Network
PNH Support Group
Polycystic Kidney Disease Charity
Prader-Willi Syndrome Association UK
Primary Ciliary Dyskinesia Family Support Group
Primary Immunodeficiency UK
PSC Support Group
PTEN UK & Ireland Patient Group
PXE Support Group
RACC-UK
Rare Dementia Support Restricted Growth
Association
Rett UK
Reverse Rett
Genetic Alliance UK ltd

Ring20 Research & Support UK
Royal Society for Blind Children
Rubinstein-Taybi Support Group
SADS UK
Save Babies Through Screening Foundation UK
Scleroderma and Raynaud’s UK
Scottish Huntington’s Association
Sense Usher Service
Shwachman-Diamond Support UK
Sickle Cell Society
SILA
Society for Mucopolysaccharide Diseases
SOFT UK
Sparks
Special Needs Jungle
Spinal Muscular Atrophy Support UK
Stickler Syndrome UK
Stiﬀ Person Syndrome
TAR Syndrome Support Group
Telangiectasia Self Help Group
Thalidomide Society
The Aarskog Foundation
The British Porphyria Association
The Brittle Bone Society
The Cavan Tommy Hoey Trust (Ireland)
The Cogent Trust
The Fragile X Society
The Frontotemporal Dementia Support Group
The Gauchers Association
The George Pantziarka TP53 Trust
The Haemochromatosis Society
The Information Point for Centronuclear and
Myotubular Myopathy
The Lowe Syndrome Trust
The Maddi Foundation
The Neuro Foundation
The SMA Trust
The UK Mastocystosis Support Group
Thyroid UK
TMAU UK
TRPS Support Group UK
Tuberous Sclerosis Association
Turner Syndrome Support Society (UK) UK
LGLL (UK Large granular lymphocyte leukaemia)
UK Potsies
UK Thalassaemia Society UK
PIPS
Unique – The Rare Chromosome Disorder
Support Group
Vasculitis UK VHL UK/Ireland
Williams Syndrome Foundation Limited
Wilson’s Disease Support Group UK
Worster-Drought Syndrome Support Group
XLP Research Trust
XP Support Group
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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.
Our aim is to ensure that high-quality services, information and support are provided to all who need
them. We actively support research and innovation across the field of genetic medicine.
geneticalliance.org.uk

Rare Disease UK is the national campaign for people with rare diseases and all who support them. The
campaign works with health departments across the UK to implement the UK Strategy for Rare
Diseases to ensure that patients and families living with rare conditions have equitable access to high
quality services, treatment and support.
Rare Disease UK is run by Genetic Alliance UK.
raredisease.org.uk

SWAN UK (syndromes without a name) is the only dedicated support network available for families of
children and young adults with undiagnosed genetic conditions in the UK. SWAN UK’s Big Ambition is
that all families who have a child aﬀected by a syndrome without a name get the support they need,
when they need it.
SWAN UK is run by Genetic Alliance UK.
undiagnosed.org.uk

