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Happy New Year! As you may have 
noticed SWAN UK has had a bit of 
a facelift. 
We’ve been working hard over the last few months to update 
our website and resources. Our resource library, which can be 
found in our support and information section on our website. 
Here you’ll find leaflets which will soon be available 
for download: undiagnosed.org.uk/support-information 

We can also send out hard copies. Please let us know if you are 
interested in any of the following:

– What does SWAN or being undiagnosed mean?
– Finding support for your child or young adult and family
– What does getting a genetic diagnosis mean?
– How can I access genetic testing for my child?
– What is exome and genome sequencing?
– What happens in a genetics laboratory?
– What is a genetic test?
– Some information about your genetics appointment
– Chromosome translocations
– Recessive inheritance
– Dominant inheritance
– X-linked inheritance
– Genetics glossary

On Undiagnosed Children’s Day last year we announced our 
‘Big Ambition’ that all families who have a child or young adult 
affected by a syndrome without a name get the support they 
need, when they need it. As part of this we are aiming to double 
our membership by the end of this year. It’s going to be a busy 
year!

Last year over 300 new members joined 
SWAN UK. 

What can you do to help us reach 
more members?

Update the details you have for us
If you have our logo or details currently on your website 
please get in touch so that we can provide you with our 
updated information. Email info@undiagnosed.org.uk 
about this or any general enquiries.

Share our new email address
We have a new email address for registration queries 
and finding out more about joining SWAN UK
joinus@undiagnosed.org.uk

Share your story
Family stories make such an impact and they’ve been 
invaluable in helping us to reach out to potential new 
members. They also help get the word out about SWAN 
UK and undiagnosed genetic conditions. If you’re interested 
in sharing your experiences with us please get in touch.

Are you interested in doing any media work in the future? 
If so, let us know what platforms you would be interested in.

Last year we ventured across the UK with SWAN UK members 
to get the word out about SWAN UK and what it means to be 
undiagnosed. We were at Kidz North in November and will be 
at Kidz to Adultz Middle in Coventry on 16 March at stand H18, 
the British Academy of Childhood Disability Annual Scientific 
Meeting in Manchester on 16 March and the Royal College of 
Paediatrics and Child Health Conference in Birmingham from 
24–26 May at stand 112.  We have members doing a regular 
stand at Alder Hey, with the next one on Friday 28 April, which 
is Undiagnosed Children’s Day! Make sure you save the date. 
To stay up to date with our events visit: undiagnosed.org.uk/
news-events

In the summer we found out that we’d received Big Lottery 
funding for the next three years which will enable SWAN UK 
to continue to support families. Click here to find out more:
bit.ly/biglotteryfunding. We were also given funds raised from 
House of Fraser’s Annual Charity Event, which will help us to 
continue to develop our resources, run fun family events and 
send balloons to children who have been in hospital. Click here 
to find out more: bit.ly/hoffunding. We still need your support 
and help raising funds for SWAN UK. Read on to find out from 
Kharishma how you can get involved in supporting SWAN UK. 

Who’s who at SWAN UK?

Miriam Ingram
Digital Communications and Support Officer
Contact me about sharing your story, media work, 
communications and social media enquiries, family 
and information events. 
miriam.ingram@undiagnosed.org.uk
bit.ly/miriamingram

Lauren Roberts
Contact me about Local Networks, Parent Reps, talks, 
presentations, projects and collaborating with SWAN UK.
lauren.roberts@undiagnosed.org.uk
bit.ly/laurenroberts

Mary Instone 
Contact me about membership, changes in contact or family 
details or to let us know if your child could do with balloons.
mary.instone@undiagnosed.org.uk

Kharishma Ballucksingh
Contact me about fundraising activities and enquiries, sharing 
your fundraising stories, corporate partnerships, merchandise 
and donating.
kharishma.ballucksingh@undiagnosed.org.uk
bit.ly/kharishmaballucksingh

SWAN UK is run by the charity Genetic Alliance UK and you 
can see a full list of team members here: geneticalliance.org.
uk/our-team. Our team is also made up of volunteers including 
our Parent Reps and bloggers. Find out more about them here: 
undiagnosed.org.uk/our-team

SWAN UK update
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Local News

Hi, I'm Emma Mangan. I am a mum of 
four. William is eleven, Alfie is eight, 
George is two, and my SWAN Nellie 
is five.

I have been involved in doing a stand for SWAN UK at Alder 
Hey. The purpose of the stand is to reach out to families who 
may have undiagnosed children, to inform professionals about 
SWAN UK and to get SWAN UK some publicity. 

I initially got involved with the stand on Undiagnosed Children’s 
Day 2016. I am a registered paediatric nurse. I worked for ten 
years on ICU at Alder Hey prior to having Nellie so I have lots 
of connections to the hospital aside from it being Nellie’s main 
treatment centre. I feel very comfortable there. I have found 
being involved a really positive thing – it’s lovely to catch up 
with other members while doing the stand. I have found all the 
members of the public and the professionals I have come into 
contact with through the stand to be very interested in SWAN 
UK,eager to know more, and very positive. 
 

I feel a sense of pride being involved – it feels 
like I am able to give something back to a 
network that has given me (and my family) 
so much support and information.

Being undiagnosed is a very lonely situation to be in. I have 
felt isolated in the past and cut off from ‘normal’ everyday 
life. SWAN UK has given me a lifeline (and I am not just saying 
that) through their online member support forums, days out, 
meetups and information stands. Therefore, it’s very easy to 
talk about SWAN UK and what they represent. As long as I 
have dates in advance it’s quite easy to arrange to attend Alder 
Hey to participate in these information stands – three of my 
four children are in school and George is in training to spread 
the SWAN UK message! We have been members of SWAN UK 
for over three years and I couldn’t imagine not having them in 
our lives. I look forward to taking part in SWAN UK events – it 
gives me a purpose and something to do which I enjoy and it’s 
something I feel passionate about. It is also an opportunity to 
be social which is so important when you feel isolated.

SWAN UK has made me brave!

I would encourage any member to take part in an information 
stand and represent SWAN UK. It is a very informal easygoing 
experience where you as a member can inform and meet 
potential new members and professionals.

Sometimes more importantly for us parents and carers it’s 
an opportunity to be social by catching up with other SWAN 
UK members (and if you come along to Alder Hey I always 
bake cakes!)

Our next stand at Alder Hey will be on Friday 28 April, which is 
also Undiagnosed Children’s Day!

Are you interested in helping out on a stand for SWAN UK like 
Emma? Email: info@undiagnosed.org.uk
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Hi, my name’s Beth and I’m Policy and 
Communications Assistant at Genetic 
Alliance UK (the charity that runs 
SWAN UK).
In my role I communicate and contribute to the organisation’s 
policy work. I manage Genetic Alliance UK’s social media 
accounts and am responsible for communication with members 
and other stakeholders. I also support the work of the policy 
team.

It’s not exactly groundbreaking for me to 
write the words ‘managing an undiagnosed 
genetic condition is expensive’ – but in fact 
it does need to be written. 

Actually, we all need to be shouting it. This is because almost 
no research has been done to truly capture just how costly 
(both financially and socially) it is to care for someone with 
a complex condition as a result of the way care is often 
structured in the UK. 

It’s surprising that almost no research has been done into this 
when it seems like such common knowledge within rare and 
undiagnosed circles. How can it be that no one is monitoring 
how much money it costs you to travel up and down the 
country multiple times a month, or how much time you spend 
on the phone trying to get referred for that test or to see that 
consultant? 

Families affected by rare and undiagnosed genetic conditions 
have told us about the myriad of different ways that their 
finances and their psychosocial wellbeing can be affected. These 
include financial costs including things like travel expenses, 
days off work (or stopping work entirely), prescriptions, 
specialist equipment and activities, childcare, respite care and 
time – that thing you lose when you spend the day ‘project 
managing’ your child’s care. 

Because these ‘hidden costs’ aren’t currently collected 
or monitored, they also aren’t acknowledged by NHS 
commissioners and so decisions about services for rare and 
undiagnosed patients are often made based on limited evidence. 
I think it’s pretty straightforward: if decisions are made without 
all the evidence possible, they can’t possibly be in the best 
interest of patients.

It’s vital that these types of costs are 
recognised by those organising health and 
social care services so that they can be 
reduced for patients and families.

Better coordination might even save money for the NHS. 
We’re hoping that the Hidden Costs of Rare Disease feasibility 
study will act as a springboard for us, and others, to generate 
data on the cost of having a rare, genetic or undiagnosed 
disease to be used to improve the lives of rare disease patients, 
their families and carers. 

You can read the report and the executive summary here:  
geneticalliance.org.uk/news-events/news/hidden-costs-report/ 

Email Beth: beth.mccleverty@geneticalliance.org.uk

The hidden costs of living with
an undiagnosed genetic condition
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Introducing SWAN UK member and 
Parent Rep for Bristol, Louise James.

As well as being a SWAN UK member and Parent Rep for Bristol, 
Louise James is Public Contributor for the Rare Diseases Clinical 
Oversight group, West of England Genomic Medicine Centre 
(WEGMC). We asked Louise about her role, its importance and 
what she gets out of it. 

What does your role involve?

I help provide feedback from public information and make 
sure that the design and implementation of the services meet 
families’ needs. For instance I might be asked for my feedback 
on a sample of a letter to be sent out to families. I give feedback 
on what could improve it, and different ways of communication. 

I help think about how can we reach families and make sure 
all information is correct and that one family isn’t being 
told one thing and another something else. I am helping to 
make people aware of the impact of rare and undiagnosed 
conditions and making professionals aware about how to refer 
onto the 100,000 Genomes Project. I’ve also been talking to 
professionals involved about SWAN UK so that they can also 
signpost families who need support.

What have you done so far?

So far I have had an induction and training and met with 
others from the Clinical Oversight Group and steering groups. 
I attended a launch event at Southmead Hospital where I met 
a wide range of people including surgeons, paediatricians, 
support groups, pharmacists and scientists. 

At the event I led a workshop with the Patient and Public 
Involvement Lead called ‘Going forward together and where 
we want to go next’. I spoke about my family and the impact 
genetics has had on us. I also spoke about the importance of 
working with the charity sector, SWAN UK and the importance 
of communicating well. 

How did you find out about the role? 

I went to the first planning meeting they had last January with 
Miriam from SWAN UK, where they got to know me and find 
out about SWAN UK. I kept in touch after the meeting and 
then applied!

Have you ever done anything like this before?

No, never. Sometimes I feel out of my comfort zone and get 
really nervous about my role but it’s really exciting and there 
are lots of people around to help. It’s amazing how much 
knowledge we have as families without realising it! The 

more I do in my role the more I will learn and it’s going to get 
really busy soon!

How long is the role for?

The role is for three years, the length of the 100,000 Genomes 
Project and it may link into other roles so there may be future 
opportunities to get involved in. 

What made you want to apply to do it?

I’ve got lots to say! It really interests me and it’s amazing to be 
a part of it all. When I joined SWAN UK meeting families for 
coffee I didn’t know what went on behind the scenes. The more 
I see the more I want to learn and I wouldn’t have known about 
this role if it hadn’t been for SWAN UK. 

Email Louise: bristol@undiagnosed.org.uk
Contact Louise on Facebook: bit.ly/louisejames

Visit our website to find out more about Louise’s son Scott: 
undiagnosed.org.uk/news-events/news/scotts-story

Click here to find out more about the 100,000 Genomes Project: 
undiagnosed.org.uk/support-information/genetic-research-
studies

Are you a SWAN UK member who has taken on a new role or 
are you interested in doing something similar? Let us know. 
Email: info@undiagnosed.org.uk

SWAN UK member takes 
on new role
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I am Gillian, now a stay-at-home 
mum and home educator to the very 
gorgeous eight-year-old Finlay. I am 
also tremendously lucky to have a 
supportive husband, and amazing 
Dad to Fin, Neil.
A few years ago, whilst frantically trying to get travel insurance 
for an upcoming trip to Walt Disney World, I stumbled across 
SWAN UK. I was desperate. I had a five-year-old son whom we 
had promised a visit to Mickey Mouse in Florida, but found 
that with an undiagnosed condition, no company would insure 
us. Thankfully the SWAN UK family pointed me in the right 
direction. This was my first real experience of the difficulties 
life with a SWAN (child who has a syndrome without a name) 
presents and how helpful it can be to be connected with a 
group of parents with similar challenges.

Finlay (whose name aptly means fair-haired warrior) arrived 
into this world a few weeks later than expected in a somewhat 
dramatic way. We spent some time in the Special Nursery in 
Aberdeen Maternity Hospital with suspected meningitis. The 
day we finally got Finlay home was amazing and I will never 
forget the pride I saw in my husband’s face when we took our 
wee man for his first walk in his pram. At this stage we believed 
the worst was over, and our wee man would progress, though 
perhaps a little slower in pace than his peers. 
 
Not long after his fourth birthday, something just didn’t 
seem “right”.  

Like many SWAN parents, we encountered 
a lot of issues with getting heard. We 
continued to point out various concerns we 
had about our son, but no one really 'listened'.  

We ended up with a misdiagnosis of cerebral palsy. We 
continued to tell experts our concerns, and finally, a consultant 
orthopaedic surgeon listened to us and put us on the right path 

– a confirmation that the physical deterioration we saw in our 
son was not “normal” and ultimately MRI testing confirmed that 
he has a rare undiagnosed neurodegenerative disease.    

I don’t think anything could have prepared 
me for the journey ahead. Naively, perhaps, 
I believed that when doctors knew symptoms 
x, y and z existed then a diagnosis and 
prognosis with (hopefully) treatment 
recommendations would be given quickly.  

However, two and half years later we are still looking for 
answers. The diagnosis initially suggested (mitochondrial 
disease) remains unconfirmed after extensive testing. We have 
also been involved in the DDD (Deciphering Developmental 
Disorders) study, which, in the last few weeks, has flagged up 
another potential condition and biochemical testing is ongoing

for this. If this is negative we are going to join the 100,000 
Genomes Project (undiagnosed.org.uk/support-information/
genetic-research-studies). However, whilst there is still a plan 
for testing, we are facing a difficult reality that we may never 
have (or have in time) a diagnosis.

Every day I see my amazing little boy and I am so delighted by 
him, and every day I see my amazing little boy and it breaks my 
heart that I don’t know what is wrong with him. 

Sometimes I ask myself, why do we keep 
going through this? What does getting a 
diagnosis really mean?  

We are clear that our son’s condition is life-limiting and a 
diagnosis won’t change the inevitable. However, I always come 
back to the same answer – my biggest worry – that if we knew 
what was wrong with him, would we do something differently?  
Would there be some treatment we could try? Is there 
something that we are missing here? Neil and I love him so very, 
very much that we would fly to Timbuktu and do anything to 
even just stem the progression of this horrible illness that he 
has. If we could change this, we would. But without a diagnosis, 
without a name to go on, we are left with no option but to just 
make the most of every day.
 
In finding SWAN UK, I have stumbled upon a lovely, supportive 
group of people. Whilst our children’s conditions are different, 
we share many similar frustrations and concerns. We often 
find no one knows how best to address our children’s needs, 
because we have no name for the conditions they have. But 
we support each other in this.

To continue reading please visit: undiagnosed.org.uk/news-
events/news/finlay

Finlay
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Our family consists of Isabelle 
(our SWAN), me, Rachael and Chris.
Isabelle is six and a half. She is a ray of sunshine! She brings 
absolute joy to us and is completely motivated by music, 
dance and smiles. Isabelle dislikes not being able to move;
she is definitely a free spirit! She has an infectious laugh 
and knows how to draw a crowd and everyone who meets 
her says how lovely she is. She is extremely polite and always 
says please and thank you. Isabelle gets cross when she can’t 
do things she tries.

Isabelle has accomplished so many things but the highlight was 
when she performed in a dance show and managed to get in the 
front row for each dance. The best thing on our journey so far 
has been learning with Isabelle – all the little things that make 
her laugh, smile and achieve.

Isabelle has developmental delay, speech and language delay, 
hypermobility, hypotonia and flat feet. She has some dental 
abnormalities and some distinctive facial features like a small 
jaw and broad forehead. She has lipomas on her back. Her fine 
motor skills are underdeveloped as well. She suffers from poor 
sleep and has a low baseline temperature. She had a floppy 
larynx and severe reflux.

Isabelle wasn’t hitting targets and we booked her two-year 
review to discuss Isabelle’s lack of vocabulary. Looking back 
we probably could have picked this up sooner as she wasn’t 
able to sit unaided at six months either. We had to battle 
to get anything done and had to change paediatricians, but 
community services have been fantastic.

I think the hardest thing for us is getting others to understand. 
With a diagnosis, such as ASD (Autism Spectrum Disorder), 
most people have some understanding, but we can’t explain 
what makes Isabelle Isabelle. What’s also hard is having no 
prognosis: it’s an uncertain future and it’s hard to try and plan
 for her future. I think at the beginning we were completely in 
denial. Family would say she will catch up and we would hold 
onto that. Now I think we understand more and have accepted 
the uncertainty, just enjoying all her achievements no matter 
how small. 

Having an undiagnosed child means that I 
am a therapist and a care coordinator as well 
as a mum. 

We worry about all the small things because they could be 
linked to something we don’t know about or understand!

We have recently joined SWAN UK having heard about it 
through the 100,000 Genomes Project and it’s been great to 
be able to share our journey with families going through the 
same thing. 

Being part of SWAN UK means we are not alone in our journey 
even if not all our children are the same. We are looking forward 
to meeting up with some soon! I feel tentative about the future 
but am looking forward to the rest of our journey.

We want to hear from you! Email info@undiagnosed.org.uk 
to find out how you can share your experiences.

Isabelle

'We worry 
about all the 
small things.'
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Undiagnosed Children’s Day, Friday 
28 April 2017
This year Undiagnosed Children’s Day is on Friday 28 April. It is 
a nationwide event that takes place on the last Friday of every 
April. It is a day where we increase awareness of undiagnosed 
genetic conditions and raise funds to support families of 
children and young adults with undiagnosed genetic conditions. 

Last year’s Undiagnosed Children’s Day 
fundraisers, schools, families, companies 
and donations meant we raised an amazing 
grand total of £21,353.73! 

With your help this year we can raise even more and continue 
providing our unique and vital service to families of children 
with undiagnosed genetic conditions across the UK. It will also 
help us to achieve our Big Ambition – that all families affected 
by a syndrome without a name get the support they need, when 
they need it.

With Undiagnosed Children’s Day 2017 right around the corner, 
we have come up with some fun and exciting ways for you to 
get involved. In 2016 we had a range of fundraisers participating 
in fun runs, cake sales, raffles and much more. This year we’re 
letting our imaginations run wild and have come up with even 
more ways you can get involved (undiagnosed.org.uk/get-
involved) – whether it’s as an individual, through your child’s 
school, or by getting your friends, family or company involved. 
Click here for ideas: undiagnosed.org.uk/news-events/news/
fundraising-hall-of-fame

Want to get involved with Undiagnosed Children’s Day 
this year? To request our Undiagnosed Children’s Day 2017 
Fundraising pack, get in touch with us at fundraising@
undiagnosed.org.uk and we’ll be more than happy to send 
one out to you. 

Three members to run the London 
Marathon for SWAN UK
Every year, more than 30,000 people run the 26.2-mile (42.2km) 
marathon through the streets of London. Last year saw close 
to 40,000 runners on the starting line, after almost 250,000 
people entered the 2016 marathon ballot.

We are lucky enough to have three members running the Virgin 
Money London Marathon on behalf of SWAN UK: Michael 
Dimelow, Natasha Supple and Jason Smith are all running to 
support SWAN UK.

Missed out on running the London Marathon? Here are three 
alternatives for you to get involved in. Registration is open now 
so register today to avoid missing out. Visit:

– adidashalfmarathon.com/how-enter/online-entry
– vitalitywestminstermile.co.uk/how-enter/online-entry
– vitalitylondon10000.co.uk/how-enter/online-entry

Fundraising News
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Hi, my name is Farhana and I am the 
Public Affairs Manager at Genetic 
Alliance UK. My work is primarily 
focused on running the Rare Disease 
UK (RDUK) campaign, which brings 
together people with an interest in 
rare diseases. 
RDUK aims to improve the health and quality of life of 
those living with a rare condition including very rare and 
undiagnosed conditions.

In 2016 SWAN UK and RDUK worked closely together on a 
number of projects and the result has been fantastic! At the 
start of the year we published a patient experiences report 
which included the stories of a number of SWAN UK families. 
By identifying the common issues facing families affected by 
rare and undiagnosed conditions, we can push health services 
to address these issues to improve care and treatment. 

SWAN UK member and Parent Rep for North Yorkshire, Lisa 
Beaton, who featured in the report, shared her experience of 
having a child with an undiagnosed condition at the RDUK 
AGM (undiagnosed.org.uk/news-events/news/lisa-talks-at-
rare-disease-uks-agm). This was a reminder to the rare disease 
community that some conditions are so rare that they may 
never be identified or receive a name. 

In February the SWAN UK community was absolutely 
committed in its efforts to help establish the All Party 
Parliamentary Group (APPG) on Rare, Genetic and Undiagnosed 
Conditions. This resulted in a whopping 41 MPs joining the 
APPG! It was only right then, that the first project that the 
APPG would undertake, would be on undiagnosed conditions.  

The APPG investigated the experiences of families who have 
received a diagnosis via genome sequencing. As genome 
sequencing becomes quicker and cheaper with every passing 
week, receiving a diagnosis through sequencing is a reality for 
many families. Once again, we worked with a number of SWAN 
UK families who took the time to share their experiences and 
come to Westminster to talk directly to MPs and Peers. 

Once the investigations were completed, we worked with 
the APPG to produce a report that makes a number of 
recommendations to improve the experience of patients and 
families who have their genome sequenced. For example, the 
report calls for medical professionals to manage expectations 
when patients receive genome sequencing. Often families don’t 
know what to expect, or what the implications are when 

receiving a diagnosis from genomic studies such as Deciphering 
Developmental Disorders (DDD) and 100,000 Genomes Project 
or what results will mean – adding further confusion to an
already difficult situation. We also called for more support for
families who have been diagnosed through these studies. 

In May 2016, the report was launched at an event in parliament, 
and the then minister in charge of rare diseases, George 
Freeman MP, received the report. SWAN UK member Sarah 
Oakes, mum to Joel, spoke about her experience of being 
affected by an undiagnosed condition. Sarah’s talk was vital in 
highlighting to MPs and other officials that we are talking about 
real people not politics. You can read Sarah’s speech here: 
undiagnosed.org.uk/news-events/news/joel

We’re really pleased to have had the support 
of SWAN UK families and we are especially 
grateful to all the families who have helped 
make these projects a success, we’re sorry 
we can’t name you all, but please know that 
you have made a huge difference. Thank you! 

This year, there will be many opportunities for RDUK and 
SWAN UK to work together, and right now, you can help 
us to establish a Cross Party Group on Rare, Genetic and 
Undiagnosed Conditions in Scotland and Wales (like an APPG 
but the Scottish and Welsh equivalent). Just keep an eye out 
for the ways in which you can do this by reading the monthly 
SWAN UK E-News as well as visiting the SWAN UK Facebook 
group. This will help us to keep issues that are important to our 
community high on the political agenda.

If you want to know more about any of the above, or have 
any questions, please just drop me an email: 
farhana@raredisease.org.uk

You can also visit RDUK’s website: raredisease.org.uk

All Party Parliamentary 
Group on Rare, Genetic and 
Undiagnosed Conditions
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Get Involved Online!

Twitter
Follow us at twitter.com/SWAN_UK

Every Wednesday we have a SWAN UK 
member taking over Twitter for an hour. 
This is usually 8-9pm.

Facebook
Like our Facebook page and share 
our posts 
facebook.com/SWANchildrenUK

Youtube
View our videos on our YouTube channel 
youtube.com/user/SWANchildrenUK
  
If you’d like to share your story with us  
in a video get in touch.

Instagram
Visit our Instagram account 
instagram.com/swanchildrenuk

Don’t forget to ask your friends, family 
and colleagues to follow our social media 
accounts. It’s a great way for them to 
understand more about what life is 
like raising a child with an undiagnosed 
genetic condition.

Don’t forget you can email us with any 
questions: info@undiagnosed.org.uk 
or fill out a contact form on our website 
undiagnosed.org.uk/contact-us

mailto:
http://twitter.com/SWAN_UK
https://www.facebook.com/SWANchildrenUK
http://youtube.com/user/SWANchildrenUK
http://instagram.com/swanchildrenuk
mailto: info@undiagnosed.org.uk
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SWAN UK (Syndromes Without A Name) is a 
support network run by Genetic Alliance UK offering 
information and support to families of children and 
young adults with undiagnosed genetic conditions.

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 180 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.

Genetic Alliance UK
Registered charity numbers: 1114195 & SC039299
Registered company number: 05772999

+44 (0) 20 7831 0883
info@undiagnosed.org.uk
undiagnosed.org.uk
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SWANchildrenUK
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