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SWAN UK UPDATE
Hello and welcome to our SWAN UK quarterly
newsletter!
Will you help us?

Undiagnosed Children’s Day is coming up on Friday
27 April 2018 and it's not too late to get involved! It
is a nationwide event that takes place on the last
Friday of every April, where we increase awareness
of undiagnosed genetic conditions and raise funds to
support SWAN UK. Whether you’d like to fundraise or
help us raise awareness through an event, giving out
leaflets, giving a talk, sharing your story, supporting us
on social media or talking to your local press, we want to
A parent looking through the book of chromosome 21
hear from you. Check out page 11 to find out what we've
been up to and how you can get involved.
for parents to find out more about genetics and we've
had some brilliant speakers.

This year we have a dedicated website for
Undiagnosed Children's Day which will be up and To book email: info.events@undiagnosed.org.uk.
running soon! Here we have social media images Click here to find out more: bit.ly/
for you to download and share.
swanukoxfordinfoevent
Visit: undiagnosedchildrensday.co.uk
For anything to do with fundraising please email our
new fundraising whizz, Amanda:
fundraising@undiagnosed.org.uk.
For anything to do with social media, blogging or press
please email Miriam:
miriam.ingram@undiagnosed.org.uk.
For general enquiries please email:
info@undiagnosed.org.uk.

Stop press! We're moving

We will be moving offices the week of 16 April so please
bear with us. Our new address will be:

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

SWAN UK information events

SWAN UK family events

We are sad to announce that as our specific events
funding has come to an end, this year we will not
be running our family day trips to Peppa Pig World,
Flamingoland and Longleat.
We love these days out and like many of you, look
forward to them each year but as they become more
popular the cost continually goes up. We are committed
to keeping our events free for families but this year
haven't been able to secure funding to run them. We
hope to be able to run them next year, bigger and better
than ever now that we have a new fundraising team. In
the meantime we'd still love to try and get members
together as much as possible so if you've ideas for
free/cheap days out let us know. If you're interested in
fundraising email: fundraising@undiagnosed.org.uk.

SWAN UK stay and plays

Warrington: 22 April, 29 May, 23 August
Bristol: 29 April, 17 June, 26 August
Rotherham: 8 April, 6 May, 3 June, 1 July

SWAN UK coffee meets

Northampton: 4 May, 1 June
We've held three information events this year – in Cardiff, Wellingborough: 19 April
Southampton and London. Our next one will be in
Oxford on 26 April. They've been a fantastic opportunity For more information about any of these events
please email: info@undiagnosed.ukorg.uk.

STAY AND PLAY FUN
Hi, my name is Colin. I’m originally from
Cornwall but now based in Bristol.
Work-wise I’m a qualified project manager looking at
the forward investment needed on our motorways. Funwise I am a qualified mountain leader and active within
my local Scout county, training and assessing leaders in
the skills they need to take young people hillwalking. I
also love photography and the occasional glass of wine.
I am married to Caitlin and we have two children, a
teenage daughter and a seven-year-old boy who is our
swan.

He has epilepsy, but until recently we had no
diagnosis and didn’t know the cause. I suppose
now he is a ‘graduate’ swan as he has recently
been diagnosed with Dravet syndrome.

Colin and his son Cieron

of dads who were there. It was good to be able to speak
to one particular dad and listen to what he had to say
and appreciate the postcode lottery we have in term of
support services offered even in the greater Bristol area.

We recently attended a SWAN UK stay and play at Hop,
Skip & Jump. The day was really good and there was a
Caitlin and I are relatively lucky as our little boy’s
lot of community spirit with the American supper. I got
condition hasn’t stopped us doing too much. We have
the chance to relax, laugh and catch up with some of the
adapted a few things, but generally still do what we used
friends we have made through SWAN UK.
to do with our daughter. However, it can be mentally
tiring, as we need to keep a constant look out for him.
For us, the beauty of Hop, Skip & Jump is that it is so
easy. You know that your child is in a safe, contained
area, and there is lots for them to do indoors and out.
You also get the chance to sit down and have coffee
without worrying too much. Getting the chance to go
out and the family having a great time, makes me feel
great.
As a swan dad, I think the biggest impact I have noticed
is being a lot more aware of disability within society and
understanding and appreciating what some people have
to deal with. I hope that it has made me a more rounded
person. I personally don’t think my challenges as a dad
Colin at the SWAN UK Christmas party at Hop, Skip & Jump in Bristol
are any different from my wife’s. We both want the best
I have luckily been able to attend quite a few events with for him and try and work together to give him this, as
well as looking after our daughter.
my family and one by myself – a lovely boat trip on the
Sharpness canal where our little boy had the chance to
To any other swan parents looking for support I’d say go
steer, a couple of visits to Longleat, a coffee meet and
for it. The Parent Reps and rest of the members are nice
of course the stay and plays at Hop, Skip & Jump. They
and
friendly. You’ll get the chance to speak to people
have all been good fun and great to have the chance to
who
understand what challenges you may face and can
catch up with other families. I left feeling exhausted and
offer help and signposting to support.
happy.
I have met quite a few families and spoken to a couple

Keep an eye on our website to find out about events
we are running: undiagnosed.org.uk/news-events.
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INTRODUCING WENDY MEEK
Hi I'm Wendy, Parent Rep for Scotland.
I live in South Lanarkshire in Scotland. I'm mum to four
children – Caitlin, Sophie, Justin and Charlotte. My
younger two children are swans and are believed to
have the same undiagnosed genetic condition. Sadly
Justin passed away aged ten in 2014.
However, on a visit to the genetics department at
Glasgow in 2012 we found a SWAN UK leaflet and I am so
happy we joined.

Wendy Meek attending Scottish Parliament last year

It is so good to know that I am not alone and always
have someone to talk to. I have found that there can be
a huge lack of support for undiagnosed families and a
lack of understanding from some professionals.

Justin

I look forward to spreading the word about SWAN UK in
Scotland to hopefully help as many families as possible,
and to liaise with professionals to foster greater
understanding.

SWAN UK has been a lifeline, a friendly ear
Read more about Wendy and her visit to Scotttish
Parliament here: bit.ly/wendymeek
and has stopped me feeling isolated. Before
joining we never fitted in because of the lack of
diagnosis, but now I have a support network and Email Wendy: scotland@undiagnosed.org.uk.
friends who just ‘get it’.

Did you know that we have lots of Parent Reps across
the UK? Find out if we've got one in your area by visiting
our team page on our website: undiagnosed.org.uk/
our-team

SWAN UK Parent Reps are members of SWAN UK who
volunteer for a few hours each week to act as a local
point of contact in their area. The activities undertaken
by each Parent Rep varies but often includes
networking with local professionals and services,
helping coordinate events and coffee meets for other
local SWAN UK members and sharing information.

Charlotte

If you're interested in becoming a Parent Rep or
getting involved in supporting SWAN UK in any way
please email: info@undiagnosed.org.uk.

FIRST DADS' SUMMIT
Hello, Paul Arvidson here, the Parent Rep for
dads!

‘I’m always worried about going out to stuff. But
at SWAN UK events having a fit is normal.’

In February, we had our first SWAN UK dads’ summit. It’s ‘Work just don’t get it. With all the appointments
hard to sum up all that happened in 500 words, but I’ll
and crises, I’ve used up all my leave until April.
try. And I’ll try to make as few of them mine. Including
I’ve got to work six days a week, until then.’
me there were eight swan dads, all of whom were
desperate to tell their stories – desperate to be heard:
- 8 swan dads said that not having a diagnosis made their

lives noticeably worse.

‘You lot wouldn’t bat an eyelid if I’d turned up
late because of explosive poo or a fit.
‘SWAN UK for us was the saving grace.’

- 7 swan dads are still in work.
- 6 don’t have supportive workplaces.
- 5 lasted until after midnight on our night out.
- 4 reported they'd had some kind of a breakdown.
- 3 made it down to breakfast before 8.30am the next day.
- 2 said they’d had marriage difficulties.
- 2 were on antidepressants.
- 1 thought of taking his own life.

Here are some quotes from the summit:
‘I’ve lost 99% of my friends – even the good ones
lose interest when you can’t tell them what’s
wrong with your kid.’
‘I feel like the supporter – not the supported.’
‘I feel lonely.’ (This was said a lot)
‘I’ve told the dads’ group about stuff first, before
my wife.’
‘I don’t know enough people who understand –
not even my brother and my best friends.’
‘I feel people are looking at me.’
‘When the professionals come to our house, they
always ask my wife "how are you coping?" They
never ask me.’

SWAN UK dads having a meal after the summit

It was really great to get to meet everyone and a huge
thank you to SWAN UK National Coordinator, Lauren
Roberts for setting it up for us and SWAN Towers for
letting her. Thanks to appropriate mums and partners
for releasing said dads for a night.

It was so much more than a jolly and meeting so
many other SWAN Dads who just ‘got it’, felt, I
guess, like relief.
I don’t think an awful lot of us get that a lot of the time.
We’re going to do one next year and see where this
whole thing takes us!
Email Paul: dads@undiagnosed.org.uk.
We've got lots of new things happening just for dads and
we've got 600 dads that we don't have an email address
for. Once we have your email address you will receive
our monthly and quarterly newsletters. We'll also be
able to add you to the SWAN UK dads’ Facebook group.
Please email: mary.instone@undiagnosed.org.uk
with your email address.
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INTRODUCING ALEX
The paediatrician referred us to Portage (a fantastic
service) and also carried out an MRI and various
genetic tests before diagnosing her with a global
developmental delay of unknown cause. We were also
then referred to physiotherapy, the orthotics Service,
occupational therapy, speech and language therapy,
She’s a jolly, affectionate girl who loves swimming,
the
community learning disability nursing service
bouncing on her trampoline, music and dancing, making
and
ophthalmology, so we certainly weren’t short of
up stories with Small World characters, books and
services
in those early years. Alex was further diagnosed
watching DVDs. Alex’s strengths are her happiness and
with a sensory processing disorder, proprioceptive
desire to be around others. She enjoys opportunities
difficulties, speech and language and fine and gross
to socialise, learn and play alongside other children,
motor difficulties, autistic type traits around behaviour
though pragmatic communication is difficult for her.
and communication and, most recently, a cerebral visual
impairment.

Hi, our family is small, just me (Maria), my
partner (Steve) and our daughter (Alex). We live
in Bristol. Alex is eleven and has a rare genetic
mutation.

She can find joy in most things, but is vulnerable,
easily confused and struggles to cope with her
As with all parents of disabled children we have faced
complex needs every day.
many difficulties along the way and have had to fight

Although she is usually a happy child, if her sensory
processing needs aren’t managed she can experience
overload which can manifest in violence.
Alex got into the system at an early age. We noticed that
she was developing much more slowly than the other
babies we knew, for example, they were all crawling
while she still needed support to sit up. Every milestone
was delayed. She didn’t start to walk until she was
just over two years old. When she was about eighteen
months old I took her to our GP and asked if I should be
worried that she wasn’t talking yet when all the other
children were. We were then referred on to the midwife
who referred us to a paediatrician and then we were in!

tooth and nail to get Alex the services she needs, in and
out of school. In our local authority children are often
discharged from services like occupational therapy and
speech and language therapy when they reach junior
level. I guess a lack of staff and funding just doesn’t
allow them to carry on. Because of this, for several years,
I’ve been funding a private occupational therapist to go
into Alex’s school for an hour a week to work with her.
She’s a sensory specialist so I was very lucky to find her.

Our paediatrician suggested the Deciphering
Developmental Disorders (DDD) study to us when
Alex was five. We said yes out of curiosity. We had no
desperate desire at that stage to find out what was
causing Alex’s complex issues but I felt that it might be
of some use in retaining services when she was older.
We were called by a genetic counsellor from the hospital
who went through the process with us on the phone and
asked us various questions about our family and history.
We then went to see a geneticist at Bristol Children’s
Hospital. She talked us through everything and then
Alex went to have photos taken of various parts of her
body.

Then it was just a waiting game. We were told
that we would find out within five years!

Alex

We received a diagnosis three years later when Alex was
eight: she had a ‘de novo’ (spontaneous, not inherited)
genetic mutation of the DDX3X gene. To be honest we’d
just about given up on hearing anything by then and had
mostly forgotten about it! Initially, when we first heard
the results I didn’t feel that they had any significance
for us personally as we were already so far down the

road and had already fought for, and for the most part,
put in place the help that Alex needed regardless of a
pinpointed diagnosis. I thought that it would probably
feel more important for parents with younger children.
My only curiosity at first was if there was any possibility
of knowing how Alex could develop in the future. As
it turns out the children who are affected by the
DDX3X mutation have varying extremes of symptoms
depending on where abouts on the DNA string the
mutation has occurred.

happy to answer any queries which I might send to her
(and is really helpful) there is currently no facility for
multiple or yearly appointments to discuss any changes
or new concerns. This is something that everyone in our
Facebook group has mentioned. When your child has a
rare condition, it feels that nobody is interested in it, or
cares about it once they have been diagnosed. As most
of the children have autistic traits, many of the parents
try for that diagnosis simply to access help and support
which is more readily available.

I now think that a diagnosis is invaluable and
it’s worth the wait! What’s lacking is support in
place post diagnosis.
I found SWAN UK during a Google search years ago and
joined. The closed Facebook group has always been
a source of interest and support. It’s also lovely that
you don’t have to leave SWAN UK after you receive a
diagnosis. You can become a ‘swan graduate’, and join
their Facebook group.
Alex doing ballet

This means that it’s impossible to track an individual
path and predict the future. For example, some of the
children have seizures and these can start from a young
age or begin to occur when the child is a teenager,
others not at all. Some children have no speech and
there is a wide spectrum of intellectual disability. These
are just a few examples of the differences which may
occur. The DDX3X spectrum can range from mild to
severe symptoms. I would say that Alex is on the mild to
moderate end of that scale.

Once you have a diagnosis things are rarely cut
and dried. A rare genetic condition can mean
that the future can be just as uncertain after
diagnosis as it was before, and that, as parents,
your knowledge of your child’s rare condition
is higher than the vast majority of medical
professionals who haven’t even heard of it.

I was curious to meet parents who had children with
the same mutation in the UK and with advice from our
geneticist I decided to start a UK Facebook group to find
them. I found an American group which I also joined. I
have since created a public UK Facebook page and it
now has 26 families. I’m also starting a patient group
with a couple of other parents and with the support of
Genetic Alliance UK (the charity that runs SWAN UK)
who are running the Building Rare Communities project, Alex at her drama group for children with disabilities
which I’ve been involved in.

The DDD diagnosis has become so important to
us as it has allowed us to create a supportive
community. It’s also empowering to know that
in the future we can help other parents through
the maze we’ve already negotiated and that once
we become more established we can encourage
research into our children’s syndromes.

SWAN UK understands this and remains a supportive
presence post diagnosis. In the last year I’ve been to a
SWAN UK organised undiagnosed genetic conditions
information event and as a family we’ve been to a
couple of stay and plays and even a trip to Longleat!
It’s always good to know that other people are in your
corner, understanding the day-to-day of life with an
undiagnosed or rare condition.

I would like to say that we did feel somewhat cut adrift
after receiving Alex’s diagnosis via the DDD project. We
saw our geneticist once at her clinic, and though she is

Would you like to share your story and help raise
awareness of undiagnosed genetic conditions?
Email: info@undiagnosed.org.uk.
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SHARING MY STORY
Hi, I'm Sara, the Parent Rep for West Yorkshire.
On 30 January, I travelled to the University of Sheffield
with Miriam from SWAN UK to give a short presentation
about what it's like to be undiagnosed to genetic
counselling students as part of their MSc Genomics
Counselling module. I had been at another event there
back in September with an information stand. This time
I was invited back to go that one step further. It was the
first time I had done anything like this so I was extremely
nervous! Having been there before did help ease some
of that, as did not being on my own.

I wanted to do the talk as I feel it's extremely
important that professionals have an
understanding of how we as parents/patients
feel about being undiagnosed and the process of
testing.

I was only able to do this as I have a supportive husband
who was able to be there to take over the childcare
responsibilities as complex care needs mean it's hard to
leave our son with anybody other than those trained for
any more than an hour or so.
Sharing our experiences is something I would certainly
recommend to any SWAN UK member. I really enjoyed
the experience, so much so I volunteered to do another
presentation at the University of Bradford in March as
part of their Diversity Festival!
Email Sara: westyorkshire@undiagnosed.org.uk.
If you're interested in doing a talk for SWAN UK, get
in touch. Email: info@undiagnosed.org.uk.

FESTIVAL OF GENOMICS
a diagnosis for her son Sam, as part of the 100,000
Hello, my name is Mariana and I am the
Genomes
Project. At the end we had a discussion
Membership and Public Engagement Manager for
with the audience, who were mostly trainee genetic
Genetic Alliance UK.

counsellors, about the psychological impact of receiving
a
diagnosis, and how to involve patients in their work to
At the end of January I spoke at the Festival of Genomics
improve patients and parents’ experiences.
– a free event, open to anyone wanting to attend and
learn all things genomics. This year the subject of the
talks ranged from what needs to happen before genome
sequencing is part of mainstream NHS to the challenges
and opportunities that genome sequencing can bring.
I was lucky to be joined by Jillian Hastings-Ward, a
SWAN UK member and the Chair of the Participant Panel
for the 100,000 Genomes Project, Beverly Searle, CEO of
Unique and Arti Patel, Information Officer at Unique. In
our talk, we discussed the importance of learning from
and involving patients as equal partners to maximise the
benefits we can get from genome sequencing.
We set the scene by discussing patients’ experiences
of living with rare diseases, including the often long
wait until they receive a final diagnosis. We also used
the opportunity to continue to raise awareness about
SWAN UK and Jillian shared her experience of receiving

Mariana with Jillian Hastings-Ward, Arti Patel and Beverly Searle

Read Rare Disease UK’s report, ‘Undiagnosed genetic
conditions and the impact of genome sequencing’:
bit.ly/genomesequencingreport

LIVING WITH A RARE CONDITION
Hi, I'm Jenny. My family have been members of
SWAN UK now for just over three years.

daddy, Charlotte wrote beautifully about how daddy
looked after her when I was dealing with Izzy and
how he reassured her during a period of high seizure
activity
– it’s amazing how she remembers waking to the
We always jump at the chance to meet up with other
neighbour and being there after we had dashed off to
members, so we were delighted to attend sessions as
A&E
in the early hours, despite her being only four years
part of Rare Disease UK's Children and Young People's
old
at
the time. That fear has never left her.
Project, exploring the experiences of young people living
with rare diseases and their siblings.

We are seven and a half years into our rare
disease journey and yet still no closer to finding
that elusive diagnosis.

Perhaps the most profound statement was: ‘I
wish Izzy was normal.’ We have talked about
this a lot since that day and I am glad that it has
provided the stimulus for a really important
conversation. Inevitably we have talked about
what ‘normal’ is – there really being no such
thing.

However, a desire to be less different, I can understand.
At an age where all kids just want to blend in, having a
sibling with disabilities is always going to be difficult
– add to that the lack of a diagnosis and the ‘different’
becomes ‘rare’.

In the ball pond at the Alan Shearer Centre in Newcastle

The Deciphering Developmental Disorders (DDD) study
turned up no significant findings. We joined the 100,000
Genomes Project nearly three years ago and watch with
equal parts envy and trepidation, as others
receive the long awaited diagnosis.

It is clear that further research is needed into the impact
of rare and undiagnosed diseases on families. We often
talk as adults about the challenge of the unknown – did
we do something wrong or will our other children be
affected? However, our children also struggle, whether
that be managing with their array of issues or as a
sibling – it is important that we provide opportunities for
our children to have a voice.
Life goes on and we face our next round of challenges,
another day of tests on Izzy’s kidneys to try and establish
the cause of persistent infections, another specialist
dentist trip to work out why she has no top teeth. The
daily check of the post box in the hope of news from the
100,000 Genomes Project ... however, whilst we move
forwards, we will also make sure that our children have
their voice heard too and be more in tune to the impact
on them.

As expected, our swan, Izzy, was pretty uncooperative
with the process, preferring the ball pit and playing with
the babies, for entertainment. Thomas, who is just four,
was happy to take part and drew a beautiful picture of a Rare Disease UK is a campaign run by the charity
hospital with a member of the Paw Patrol in every room! Genetic Alliance UK – the same charity that runs
He also described at great length the upside of hospital SWAN UK.
visits being the trip to the café for cake … I know we are
not the only ones to have our hospital visit/cake rituals. Information from the Understanding Children and
Young People's sessions can be found in a report
Charlotte, aged nine, fully engaged in the process and
which was launched on Rare Disease Day.
enjoyed the activities, especially dressing up as Harry
Potter. The poster she created around ‘somebody I want Read the report here: bit.ly/cypreport
to thank’ brought a tear to my eye. Having chosen her
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All
Party
UNDIAGNOSED
CHILDREN'S DAY
Parliamentary
It's less than a month to go until Undiagnosed
Children's Day and if you don't already have
something planned to celebrate we'd love you to
sign up to get involved in one of our activities or
organise one of your own! We'd also love you to
get involved online!
This year our theme is superheroes! We will be focussing
on the impact that being undiagnosed has on the child
and why they are superheroes. We are keen to include
siblings, graduates and bereaved parents too. There are
lots of ways you can get involved in and leading up to
the day and we’d love your support to make this year
bigger and better than ever.
Share our hashtag: #UCDsuperhero

Undiagnosed Children’s Day Nationwide Quiz

Who doesn’t love a quiz? Hopefully, the answer is no
one! We are hoping to entice as many people as possible
to take part in or hold a quiz night for Undiagnosed
Children’s Day on 27 April! We will provide a really fun,
interactive entertainment quiz along with any other
resources you might need. You just need to get the
people together. Parent Rep Michelle Jones, several
corporate teams, pubs, clubs and schools are already
signed up to take part. It’s going to be an incredible
night and will hopefully raise a great deal of awareness
of SWAN UK and Undiagnosed Children’s Day.

The Jurassic Coast Challenge

Our new corporate partners, Intuit Quickbooks, have
put a large team together to walk the Jurassic Coast
Challenge on the 21 July, from Poole Harbour to
Bridport, an extremely impressive 100k walk overnight!
We are so grateful to them for their hard work and effort,
and look forward to seeing the photos. If you would like
to join them, please get in touch – this really is a medal
worth having!

The Morrison family taking part in Parallel London

way through to the finish line to collect your medals! A
representative from SWAN UK will be there to cheer you
on, so if you’re local we'd also love people to join our
supporter station.

Be a swan superhero!

We are looking forward to cheering on team SWAN UK at
the upcoming Superhero Run in beautiful Regent's Park
on 13 May. There is a choice of a 5k or a 10k route with
every participant getting a medal and a free costume.
Children are welcome too! Under 8s can compete in their
very own 200m pre race super dash, and get a medal!
It's set to be fun for the whole family and we still have
places available if you would like to join us.

Calling all Rainbows, Brownies, Guides, Cubs,
Beavers, Scouts and Sea Scouts

Help us spread the word this Undiagnosed Children's
Day and raise funds for SWAN UK. We've got a brilliant
pack containing activities, stories and fundraising ideas
to help work towards the community badge and any
others you might need.

Activities like these are a great way to raise awareness
and funds for SWAN UK so that we can continue to
support families affected by undiagnosed genetic
conditions. Please get in touch so that we can support
you and kit you out with SWAN UK merchandise.

The Great Manchester Run
If you would like to join team SWAN UK on a 10k run
through central Manchester, please sign up! It’s on the
20 May, and we currently have a small team taking part, Get in touch with Amanda to receive a fundraising
but would love more of you to step up to the challenge! pack full of ideas!
It’s for anyone from beginners to aspiring Mo Farahs. You
can run, walk, stroll, jog or push a wheelchair all the
Email: fundraising@undiagnosed.org.uk

New corporate partnerships for SWAN UK

We are very happy to announce two new corporate
partnerships for SWAN UK! J O Hambro Capital Management
and Intuit QuickBooks have signed up to support us, and
already have several events lined up. We are so happy to
have them and can’t wait to work closely with them to
fundraise in order to support SWAN UK families.

Awards ceremony raised £10,000 for SWAN UK

We were lucky enough to be the nominated charity at the PM
Society Awards in February. Held at Grosvenor House, the PM
Society awards was a huge event with over 1,000 attendees.
SWAN UK Parent Rep for Bristol, Louise James, spoke

CELEBRATE
UNDIAGNOSED
CHILDREN'S DAY
WITH US ONLINE!
Use the hashtag:
#UCDsuperhero
Website
Visit our special website
which will be live soon:
undiagnosedchildrensday.
co.uk
Share our social media images
on Twitter: twitter.com/SWAN_
UK and Facebook: facebook.
com/SWANchildrenUK

Louise James talking at the PM Society Awards

beautifully about her son Scotty, and everyone dug deep
and we managed to raise over £10,000! We'd like to say a big
thank you to Vivien Bennet and everyone at the PM Society
for this amazing opportunity.

We still need your help – ways to fundraise
for SWAN UK!
Get your workplace involved

Have you thought about checking with your employer if they
are signed up to payroll giving, match funding or corporate
volunteering? There are so many ways you can help, and we
are always available to offer any advice you need.

Text to donate

You can still make a donation by texting SWAN18 £3 (or any
amount up to £10) to 70070.

Online donations and cheques

Donate online or by post for larger donations. You can use our
Virgin Money Giving page: bit.ly/swanukvirginmoneygiving
or send a cheque payable to SWAN UK. Please email:
fundraising@undiagnosed.org.uk or check out our
website for more ideas, top tips and information:
undiagnosed.org.uk/get-involved.

Upload your own superhero
image in our special
Undiagnosed Children's Day
template by clicking here: bit.
ly/ucdtwibbon
Twitter Takeover
We'll be having Twitter
Takeovers by SWAN UK families
on 27 April. Make sure you're
following us, and retweet to get
the word out. Follow us at:
twitter.com/SWAN_UK
Instagram Challenge
Every day in April we will
be posting your children’s
superhero images. We’d love
for you to share your superhero
images and tag us in your
posts. Follow us at: instagram.
com/swanchildrenuk

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