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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.

Rare Disease UK is a multi – stakeholder campaign run by Genetic Alliance UK, 
working with the rare disease community and the UK’s health departments to 
effectively implement the UK Strategy for Rare Diseases

SWAN UK (syndromes without a name) is a patient and family support service 
run by Genetic Alliance UK. SWAN UK offers support and information to families 
of children with undiagnosed genetic conditions.

Address:      Genetic Alliance UK 
      CAN Mezzanine
      49-51 East Road
      London
      N1 6AH

Telephone:      +44 (0)20 7831 0833 

Email:      contactus@geneticalliance.org.uk 

Website:      geneticalliance.org.uk 

Facebook:     GeneticAllianceUK

Twitter:     @GeneticAll_UK

Instagram:     geneticallianceuk

Registered charity numbers:   1114195 and SC039299 

Registered company number:   05772999 

Photo accreditation:    Joshua Tucker ©

Online copy available at:    geneticalliance.org.uk/media/3375/ 
      membership-2019_2020.pdf

ABOUT GENETIC ALLIANCE UK

https://www.geneticalliance.org.uk
https://www.facebook.com/GeneticAllianceUK/
https://twitter.com/GeneticAll_UK
https://www.instagram.com/geneticallianceuk/
http://geneticalliance.org.uk/media/3375/membership-2019_2020.pdf
http://geneticalliance.org.uk/media/3375/membership-2019_2020.pdf


Genetic Alliance UK has over 25 years’ experience 
of campaigning and supporting patients affected 
by rare, genetic and undiagnosed conditions. 
We bring the patient voice to multiple working 
groups, committees and boards. 

We have established working relationships with 
Parliament, the Department of Health and Social 
Care, NHS, National Institute for Health and Care 
Excellence and several other policy-making bodies 
across the UK. 

We also provide the secretariat for the All Party 
Parliamentary Group and Cross Party Group 
on Rare, Genetic and Undiagnosed Conditions 
in England and Scotland. We are working with 
Assembly Members to ensure the needs of 
patients and families affected by rare conditions 
are being met in Wales. 

WHY JOIN GENETIC ALLIANCE UK?

By being a member of Genetic Alliance UK, you 
are joining a strong, united voice and will ensure 
the needs of your patients are represented at 
the heart of government. Genetic Alliance UK 
are experts in health policy, in bringing together 
patients and organisations around key issues, 
and we conduct socio-economic research into the 
lived experience of patients and carers affected by 
rare conditions. 

We are an umbrella organisation with over 200 
members supporting patients affected by genetic 
and rare conditions. We run Rare Disease UK and 
SWAN UK (syndromes without a name). 

Rare Disease UK is a public affairs campaign 
working with health departments across the UK to 
implement the UK Strategy for Rare Diseases. 

SWAN UK is the only dedicated support network 
available for families of children and young adults 
with undiagnosed genetic conditions in the UK. 
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Join a 
strong 
and united 
voice

We have over 200 members supporting patients affected by genetic and rare conditions.
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MEMBERS’ BENEFITS

Free training and information 
events, such as exclusive  
webinars and workshops
Members of Genetic Alliance UK have access to 
over ten free webinars, information events and 
workshops per year. The ‘Members’ Benefit’ 
stamp highlights to you and your colleagues when 
an opportunity is a members’ only event. Past 
members’ only events have included:

 – an interactive webinar on the changes to 
data protection regulation (GDPR), tailored to 
the specific needs of patient organisations, 
followed by a Q&A

 – a free workshop with the UK Parliament, focusing 
on how to take action and make an impact on 
decisions made by government, and how to 
influence debates, decisions and legislation

Some of the events coming up in  
2019-2020 include:

 – a practical workshop on how to produce 
infographics using free online tools;

 – a workshop on how to prepare a public affairs 
campaign, based on real-life case studies;

 – quarterly webinars with our policy and public 
affairs team with updates on health policy, what 
the implications are for the patient community 
and how you can get involved in the discussion;

 – free attendance to our Annual Conference, an 
excellent opportunity to network with other 
patient organisations, businesses, researchers, 
policy makers and clinicians. 

This was a very well planned 
and delivered webinar - all of 
the information was clear and 
structured and really brought 
to life the campaign and ways in 
which we can get involved as an 
organisation and as individuals.

Our members have exclusive access to webinars with experts.



Get updates on parliamentary 
activity affecting your community
As a member you will have access to our regular 
monitoring of parliamentary content. This tool 
keeps you up to date on parliamentary activity 
that affects your patient community.

Speaking at your conferences
Genetic Alliance UK staff has knowledge and 
expertise on a range of topics, including policy, 
public affairs, research, communications, 
fundraising and public engagement. As a 
member, we would be delighted to support your 
community by attending or speaking at your 
conference, subject to availability.

5Genetic Alliance UK

Practical help with increasing 
reach and raising your profile
Promotion of awareness days:
On average, 6,000 people see our social media 
communications each day, including patients, 
patient organisations, researchers, health care 
professionals, media and funders. 

As a member, you can access these channels to 
raise awareness of your work, promote events and 
awareness days and reach new stakeholders and 
audiences. 

Twitter takeovers: 
All our members are invited to take over our 
Twitter account and reach over 11k social media 
users. You can read the guidelines here. 

Opportunity to write blog posts  
for our website:
As a member, you are also invited to use our 
fortnightly newsletters and website to promote 
the work your organisation does and to share 
news of your achievements. Our mailing list 
includes over 1900 individuals and our website 
achieves over 30,000 page views per month. You 
can find guidelines here.

Raise your profile in the press:
We are often contacted by journalists interested in 
the field of genetics and rare diseases and always 
strive to place our members’ stories in the media. 

Thank you for hosting what was the best 
webinar around GDPR that I have attended.

Patient organisations, patients, healthcare 
professionals, researchers, industry representatives 
and policy makers attend our Annual Conference.

https://www.geneticalliance.org.uk/information/information-for-patient-organisations/tell-your-charitys-story/
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MEMBERS’ BENEFITS

Consultation meetings with  
our team
As an exclusive benefit of membership, our team 
is available to provide guidance, or meet for a 
1-hour consultation, upon request and depending 
on availability. 

Policy and public affairs:
Our policy and public affairs teams have a 
wealth of expertise including, campaigning 
and advocacy; access to genetic tests and 
other diagnostics; UK rare disease policy; rare 
diseases in the EU; organisation of specialised 
healthcare in the NHS and access to medicines; 
research regulation and funding; clinical trials; 
genetics and insurance and more. Our Policy and 
Engagement Managers in Scotland and Wales are 
also available to provide support regarding policy 
in the devolved nations.

Research: 
Our expert team of researchers conduct 
psychosocial research into the effects of 
living with genetic, rare and undiagnosed 
conditions. Our team has experience of working 
in partnership with others to provide patient 
opinion and experience in key projects partnering 
with organisations such as Genomics England, 
universities and other innovators in the field. 

Communications:
In 2018, our communications team were Highly 
Commended in The Third Sector Awards, and 
have also been shortlisted for the Charity Film 
Awards. Our team has experience of tailoring 
and delivering engaging and dynamic content 
to a range of audiences and reached over 2.2 
million people with our digital Rare Disease Day 
messaging in 2018. 

Our workshops are an excellent opportunity to network with other patient organisations and share expertise.
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That is incredibly 
helpful. I can’t even 
begin to imagine 
how I could have 
found this level of 
clarity by myself.

Fundraising:
Although our small fundraising team aren’t able 
to offer support with specific applications or 
advertising your fundraising initiatives, we are 
available to help you to structure your thinking, 
suggest ways to help you improve your case for 
support, suggest potential funders interested in 
this field and offer guidance on how to put on a 
safe and profitable fundraising event or activity. 

Use of Genetic Alliance UK logo
Organisations applying to become members of 
Genetic Alliance UK go through a due diligence 
check, where we ask for information relating 
to governance and charitable activities. In this 
way, we assess whether applicants comply with 
principles of good governance and whether they 
have competence to work in the best interests of 
their community.  Our members tell us that being a 
member of Genetic Alliance UK and having our logo 
on their website serves as a kitemark of quality for 
funders and other relevant stakeholders. 

Increased research capacity
We aim to support and promote our members 
in engaging with and supporting research. In 
2019/20 we will be working in partnership with 
Cardiff University to match our members with 
post-graduate genetic counselling students. 
Our members will suggest research topics to be 
considered by the students who might, ultimately, 
develop those into a dissertation. Read more 
about the process and timelines on our website. 

Our team is available to provide support and guidance to our members.

https://www.geneticalliance.org.uk/news-event/member-benefit-increasing-your-research-capacity/


HIGHLIGHTS 2018-2019
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Undiagnosed Children’s Day
Our support network, SWAN UK (syndromes without a name) celebrated their fifth 
annual nationwide awareness day, Undiagnosed Children’s Day, on Friday 27 April. 
2018’s campaign focused on the impact that being undiagnosed has on children and 
why this makes them superheroes. We reached an over 230,000 people on Twitter, 
50,000 people participated in our Thunderclap and our videos were seen over 32,000 
times. Over 30 schools and groups registered to take part, hosting  assemblies and 
talks by parents.

Report ‘Living with a rare condition: the effect  
on mental health’ is launched
Our campaign Rare Disease UK carried out a robust study into the relationship 
between rare diseases and mental health. The findings show that living with a rare 
condition can have a huge impact, including anxiety, stress, low mood, emotional 
exhaustion and suicidal thoughts. Many of the drivers of poor mental health reflect 
issues that are specific to managing a rare condition. 
To ensure that mental health is considered as important as the physical health of 
those affected by rare conditions by policymakers, the report was launched at a drop-
in event at the Houses of Parliament. Parliamentarians had the opportunity to speak 
to patients and families about the effect  that living with rare conditions can have on 
mental health for patients and carers. The report was also presented to the Minister 
in charge of rare diseases, Steve Brine MP. 

Major new project on care coordination begins: CONCORD
Our important new research study, CONCORD, officially began in June 2018. There 
are still serious failings in how care is coordinated for many with rare diseases 
(including undiagnosed genetic conditions), and many patients and carers have 
no choice but to become a ‘project manager’ of their own healthcare, and find 
that clinic appointments can be frequent and involve significant travel. Although 
the UK Strategy for Rare Diseases stated that more needed to be done to improve 
coordination, there is little systematic evidence as to how this should be done for 
different patients. In collaboration with UCL, and funded by the National Institute of 
Health Research, we are investigating existing and preferred models of coordination, 
drawing deeply on the experiences of our members through interviews and 
workshops, and a major survey which is soon to be launched.

Launch of our campaign to #ProtectERNs
We held a joint MP and MEP event in the Houses of Parliament on the effect of Brexit 
on European Reference Networks (ERNs). ERNs have the potential to transform 
rare disease care and treatment, and speakers from across Europe talked about the 
importance of the UK’s continued involvement in ERNs post Brexit. 
From this event, our Protect ERNs campaign was developed and launched via a 
dedicated microsite. Almost 2,000 rare disease stakeholders including patients, 
clinicians and parliamentarians have added their name to ensure sustained UK 
involvement in ERNs. 

Apr 2018 

May 2018 

Jun 2018 

Jul 2018

https://www.raredisease.org.uk/our-work/living-with-a-rare-condition-the-effect-on-mental-health-2018/
https://www.raredisease.org.uk/our-work/living-with-a-rare-condition-the-effect-on-mental-health-2018/
https://www.geneticalliance.org.uk/our-work/healthcare-and-delivery/coordinated-care-of-rare-diseases-concord/
https://protect-erns.eu/
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Sep 2018 

Sep 2018 

Oct 2018 

Nov 2018 

Dec 2018 

Our largest ever annual conference
On 25 September 2018, we held another successful annual conference – our largest 
ever – with 180 attendees, including representatives from member organisations, 
patients and carers, researchers, clinicians and industry partners, in a day full of 
stimulating discussion and constructive workshops. Speakers included Professor 
Dame Sue Hill (Chief Scientific Officer for England), and Vivienne Parry, OBE, Head of 
Public Engagement at Genomics England.

Communications team highly commended at the Third Sector Awards
Our communications team was delighted to receive a High Commendation at the 
Third Sector Awards. This award recognises communications teams that have 
worked effectively together to raise awareness of a particular campaign or the 
charity’s overall work. Other finalists included the British Red Cross, Borough 
Market, Battersea and WaterAid.

Design and development of the Welsh Rare  
Disease Patient Research Portal
Following a consultation workshop with patients and the public at our annual network 
meeting, we developed the Portal which will host relevant research studies and 
involvement opportunities in the field of rare diseases. The Portal is hosted by the Wales 
Gene Park and it will link to training opportunities for patient and public involvement 
representatives via the Health and Care Research Wales training programme.

Newborn screening workshop
The UK currently screens for between five and nine conditions as part of the newborn 
blood spot screening programme. This is fewer than most comparable high income 
countries, many of which screen for between 20 and 50 conditions. It is also fewer 
than the the number of conditions the current methods can detect. 
We held a one-day workshop and brought together 18 of our members to engage 
them in the newborn screening decision making process in the UK and the wider 
policy and technology context. In this workshop we held a structured discussion 
to generate perspectives and priorities around the system, identifying gaps and 
opportunities, and developing recommendations for a Patient Charter to be 
published in the Spring, 2019. 

Resetting the Model 
The All Party Parliamentary Group (APPG) on Rare, Genetic and Undiagnosed 
Conditions held its third hearing on access to rare diseases. We updated 
parliamentarians about our Resetting the Model project, which aims to improve the 
way that decisions on rare disease medicines are made. The project will deliver a 
flexible new vision for access to rare disease medicines for the UK.

https://www.geneticalliance.org.uk/news-event/annual-conference-2018-another-successful-conference/
https://www.geneticalliance.org.uk/our-work/reproductive-options/patient-charter-on-newborn-screening/
https://www.geneticalliance.org.uk/our-work/access-to-treatment/resetting-the-model/
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Delivery of our first members’ workshop on using surveys
Feedback from our members indicated that developing and using surveys is key, but 
also an area that many groups indicated that they would benefit from expert training 
for. Attendees submitted their particular concerns and questions about surveys 
ahead of the workshop, and our research team designed and adapted a bespoke 
training session. The workshop was supported by a case study presentation from the 
Neurological Alliance. Highly positive feedback from the attendees means we plan to 
repeat the workshop in the future, as an exclusive member benefit. 

Exhibition at Scottish Parliament 
We exhibited in the Scottish Parliament raising awareness of genetic, rare and 
undiagnosed conditions.  The exhibition promoted the Protect ERNs campaign, with 
over 30 MSPs supporting the campaign. 

Parliamentary hearing on social care The APPG on Rare, Genetic and 
Undiagnosed Conditions launched its investigations into the social 
care needs of rare disease patients and carers in the UK. 
At a meeting, hosted by Catherine West MP in Portcullis House, parliamentarians 
heard from patients and families about the difficulties they face in accessing social 
care. The APPG committed to raising the findings with the Local Government 
Association and the Minister responsible for social care. 

Rare Disease Day 
Rare Disease Day 2019 was our biggest and most successful to date. Rare Disease 
UK, the official organisers of Rare Disease Day in the UK, launched a new and 
exciting awareness raising campaign. Constellations were used to convey the 
scale and complexities of genetic and rare conditions. And, for the first time, we 
developed tools that our members could customise to share information about their 
organisation and specific genetic conditions. 

60 organisations and businesses used our SmartHub to create their own free posters 
and social media assets with their logo. 1417 individuals created and shared their rare 
reality through the constellations website, our patient experience videos were viewed 
over 12,000 times and we reached over 3.5 million people with our media campaign. 
Thank you all for being part of that success!

Launch of Rare Resources 
Rare Resources is a toolkit containing information on support available in  
Scotland for families with a child or young person living with a genetic, rare or 
undiagnosed condition.
These resources are now being adapted for Welsh families and we will be holding 
additional workshops throughout Wales in 2019 and launching the toolkit later  
in the year.

Dec 2018 

Jan 2019 

Jan 2019 

Feb 2019 

Mar 2019 

HIGHLIGHTS 2018-2019
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JOIN US

Membership is open to all voluntary organisations concerned with genetic and rare conditions.  
If you wish to become a member, please visit our join page to fill in an application form.  
Please contact our Membership Team, membership@geneticalliance.org.uk, for more 
information or if you have any questions.

Member exclusive benefits

Benefit Band A Band B-D Band E-J

Free training and information events   
1-hour discussion slots with our teams   
Increased reach and raising your profile   
Fortnightly parliamentary updates   
Quarterly policy update webinar   
Use of Genetic Alliance UK logo  
Speaking at your conferences  
Voting rights at the Annual General Meeting  
Increasing your research capacity  
Multiple consultations with our teams 

Membership fees

Band Income of your organisation Membership fee (per annum)*

A £0 - £10,000 Free

B £10,001 - £250,000 £50

C £250,001 - £500,000 £125

D £500,001 - £1 Million £250

E £1 Million - £2 Million £500

F £2 Million - £3.5 Million £1,000

G £3.5 Million - £5 Million £1,465

H £5 Million - £7.5 Million £2,115

I £7.5 Million - £10 Million £2,990

J £10 Million + £4,020

* Membership runs from 1 April to 31 March. Members joining throughout the year will incur pro-rata 
membership fees. 

mailto:membership%40geneticalliance.org.uk?subject=Membership



