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Hello!
We're delighted to bring you the Spring edition of 
the new look SWAN UK newsletter, we hope you 
enjoy reading it!  

As you'll see, this edition has a various articles that 
relate to the 100,000 Genomes Project.  Run by 
Genomics England, the 100,000 Genomes Project 
aims to sequnce the genomes of 70,000 rare disease 
and cancer patients.  For many families of chlidren 
with undiagnosed genetic conditions it offers new 
hope for a diagnosis. 

If you want to know more about whether your 
child might be eligible to join the the 100,000 
Genomes Project check out our website: bit.
ly/100kgenomeseligibility and speak to one of 
your child's consultants. 

Can you help us reach out to other families 
affected by undiagnosed genetic conditions who 
need support?
Undiagnosed Children's Day is almost here! Always 
the last Friday in April, this year it falls on 28 April.

We know there are thousands of families in the 
UK affected by undiagnosed genetic conditions 
who aren't accessing our support so this year we 
are asking you to help us find them. You can do 
this by raising awareness of undiagnosed genetic 
conditions and the support SWAN UK offers.

Could you drop some leaflets into your local child 
development centre? Or maybe you could contact 
your local paper and tell your story? 

Our recruiter pack is full of information, facts, stats 
and ideas which you can use to help us recruit new 
members or share with others. 

‘We felt isolated and alone before we found 
SWAN UK; we didn’t fit anywhere. Joining 
SWAN UK was life-changing for us. We are part 
of a network who just get it. We belong, feel 
supported and are not alone anymore.’

Check out out our recruitment pack here:
bit.ly/swanukrecruiterpack

BAPS SEND blog awards
We are finalists in My family, Our needs BAPS 
SEND blog awards! We’ll be attending the awards 
on 18 May in Birmingham. If you’d like to come 
along tickets for parents and carers also include 
entry to a blogging workshop to be held earlier 
in the day at The Transition Event Midlands: 
myfamilyourneeds.co.uk/event/transition-event-
midlands-2017.

Our next information event
We are delighted to be holding our fourth 
undiagnosed genetic conditions information event 
in Bristol on 8 June. With support from the Bristol 
genetics department and the West of England 
Genomic Medicine Centre we will explore issues 
such as why genetic testing takes so long, the 
different types of genetic testing available and the 
impact that raising a child with an undiagnosed 
genetic condition has on family life. It will also be 
an opportunity to hear updates about research 
projects such as the Deciphering Developmental 
Disorders (DDD) Study and 100,000 Genome 
Project. Places are limited and booking is essential, 
please email info@undiagnosed.org.uk.

Upcoming  Events
Special Children’s Day at London Zoo: 6 and 7 May.
Paulton's Park: 22 April.
Flamingoland: 29 April.
Undiagnosed genetic conditions information event, 
Bristol: 8 June
Stand at Kidz South, Reading: 8 June
SWAN UK stay and play at Hop, Skip, Jump, Bristol: 
9 April, 25 June, 27 August, 29 October.
SWAN UK stay and play at Warrington Sensory 
Centre: 25 June, 17 August, 21 October, 21 December
SWAN UK stay and play at Worcester Snoezelen: 15 
April, 17 June, 19 August, 21 October.
SWAN UK stay and play at Swings and Smiles: 
Berkshire, 13 May, 8 July, 9 September, 11 November.
SWAN UK stay and play at Kiddie Winx, Rotherham:  
7  May, 25 June, 27 August, 22 October, 17 December.

Remember if you’re a member of SWAN UK you can 
find out about our events in our Facebook groups, 
in our E-news,  and on our website: undiagnosed.org.
uk/news-events

Any questions or suggestions for a stay and play 
venue near you? Email info@undiagnosed.org.uk 

SWAN UK UPDATE
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PARENT REP ROUND UP

Hi, I’m Claire Walton, the SWAN UK Parent 
Rep for Northampton. I’ll be taking the lead 
in updating you about what the SWAN UK 
Parent Reps have been getting up to. 

Throughout the last month there have been coffee 
meet ups – several of these more successful than 
others, but it’s a work in progress! Please keep an 
eye on your regional group for more information, or 
ask your Parent Rep – not all areas have coffee meet 
ups yet but the number is growing.  Any member 
can organise one so if you would like to get one 
going in your area just drop Lauren an email: lauren.
roberts@undiagnosed.org.uk.

Along with the regular coffee mornings, we are also 
setting up regular stay and play type sessions for 
SWAN UK members, which you can just turn up to 
on a set day every other month! Please check the 
E-news, your local event pages on Facebook or the 
website for more information: undiagnosed.org.uk/
news-events. 

In the last couple of months there have been a few 
trips. Emma Knagg, Parent Rep for Bedforshire, or-
ganised a trip to Nene Valley Railway.  Everyone had 
a fab time, with a few new members attending too!  

The fantastic Yorkshire crew are organising a trip to 
Flamingo Land as part of their Undiagnosed Day 
Celebrations and you don’t have to live in Yorkshire 
to go – the more the merrier (I’ll be there too!) 
There is also a Paulton’s Park trip being organised 
for April so keep your eyes peeled for more 
information.

Helen Dennehy, Parent Rep for Nottingham, has 
been very busy recently, holding stands at various 
information events, including Caudwell Information 
Event in Nottinghamshire and another at Thatcham 
Rugby Club for West Berkshire Parent Voice. We’re 
always looking for volunteers to man information 
stands – you don't need to be a Parent Rep to help 
out. If you are interested in helping recruit members 
in your area please email the team: info@undiag-
nosed.org.uk. 

In March if you came to Kidz to Adultz Middle you 
may have also seen Helen, Jo Burt, Parent Rep for 
East Mindlands, or me with Miriam manning the 

SWAN UK stand. On the same day Lauren and Tina 
Nesbitt, Parent Rep for the North West were busy 
hosting a stand at the BACD conference in 
Manchester.  At both events lots of professionals 
took information so hopefully they will share with 
families they work with. 

The word is slowly getting out there and we are 
no longer invisible!

Lisa Beaton, Parent Rep for North Yorkshire, has 
been liaising with professionals, especially with the 
local Portage Team, and Occupational Therapists, 
who are keen to hand out leaflets and cascade our 
details down through their contact lists. Louise 
James, Parent Rep for Bristol, has also being doing a 
lot of liaising, and presentations and conversations 
with various professionals, including community 
paediatricians, lifetime nurses, and other parent 
carers. Michelle Jones, Parent Rep for South York-
shire has also been busy leaflet dropping, and speak-
ing to the Genetics Team in Sheffield about holding 
a Cake Sale for Undiagnosed Children’s Day.  

All of these activities will both find new members 
and make many more professionals aware of the 
Undiagnosed Community!

And finally, but by no means least, many of the 
Parent Reps attended a training workshop. It was a 
long day, and many of us travelled from all over the 
country to Birmingham, for a day that I can person-
ally say was productive, fun, and pulled us all 
togther as one team. We met other Parent Reps in 
person, found out more about information about 
SWAN UK, discussed our aims for the next year and 
shared ideas about what works and what doesn't. 

At the end, Lauren asked us all to do a little        
presentation, and the tension in the room was 
immense with many of us feeling anxious. It was far 
out of our comfort zone, but we did it for SWAN UK 
and I'm pretty sure Lauren was nearly in tears.

We really are a force to be reckoned with, and all 
very proud to be representing the undiagnosed 
community throughout the UK.

Email Claire: northampton@undiagnosed.org.uk. 
Find out more about the SWAN UK Parent Reps: 
undiagnosed.org.uk/our-team.
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Hi, I’m Louise James, the SWAN UK Parent 
Rep for Bristol.  In January Marie Pritchard, 
Parent Rep for East Sussex and I had the 
privilege of taking part in the 'Talking about 
Genome Editing' project run by Genetic 
Alliance UK (the charity that runs SWAN UK) 
and Progress Educational Trust.

This was workshop one and other than being given 
an agenda we were unsure of what to expect. I 
arrived just in time for lunch (rather conveniently) 
and I nervously introduced myself and bravely sat 
next to the other people that had arrived moments 
before. Marie arrived soon afterwards.  We hadn't 
met before so it was a good chance to get to know 
each other.
 
We quickly moved to introductions and it was clear 
from very early on that the people running the 
workshop and other participants were really nice; 
it was easy to feel comfortable and relaxed giving 
introductions.
 
The first part of the workshop was to explore 
our understanding of terms such as genome and 
genome editing? It was really interesting to hear 
each other’s interpretations ... ‘a building block’, ‘our 
genetic makeup’, ‘part of our DNA that makes us.’ 
There is a lot of different wording that means the 
same thing; its the genetic instructions that
make us who we are.
 
We then went on to look at headlines and 
metaphors used in articles, again it was thought-
provoking and we often differed in our opinions of 
the headlines. This was a good thing as it made me 
aware of how sensitive I am towards things that 
were important to us and actually how that impacts 
on my own interpretation.
 
Metaphors are used in articles to communicate in 
a language that we can identify with and relate to 
in some ways. It keeps us interested in something 
because maybe we can relate and therefore 
understand something which otherwise may be very 
complex.
 

SWAN UK Parent Reps Louise James and Marie Pritchard at the ‘Talking 

about Genome Editing’ workshop.

All of us who attended are affected in different 
ways by genetics. Although our opinions differed, 
they were all important.
 
We also touched on the moral implications of 
genome editing, again with different opinions as we 
were all affected in different ways. One of Marie’s 
favourite quotes from the day was ‘with great power 
comes great responsibility!’
 
As patients or parents of patients we can help 
shape the way genome editing is positively 
communicated in a way that patients and the 
general public can understand.
 
The last part of the day was hearing from John 
Parrington, University of Oxford and author of 
‘Redesigning Life.’ He told us that ‘humans have 
been tampering with genomes of plants and animals 
through breeding since the dawn of agriculture. 
Genetic engineering has been around since 1970s. 
Genome editing is now making the headlines. It is 
faster and cheaper than genetic engineering and it 
stands to change every aspect of our lives within 
the next decades.’
 
Email Louise: bristol@undiagnosed.org.uk.
Email Marie: eastsussex@undiagnosed.org.uk.
Find out more about ‘Talking about Genome 
Editing’ here: bit.ly/genomeeditingproject

SWAN UK PARENT REPS LEARN ABOUT 
GENOME EDITING
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Introducing SWAN UK member Jillian
 
I joined SWAN UK a couple of years ago, when 
my son Sam was quite little. His big sister Kirsty 
is nearly five, and doesn’t seem to have any of his 
problems. She’s already helping to look out for him 
though. I’ve been on the Participant Panel for the 
100,000 Genomes Project since it began in April 
2016 and am now Vice Chair.

SWAN UK member and vice chair of the 100,000 Genomes Project 
Participant Panel, Jillian with her family.

What does your role involve?
The panel oversees the work of Genomics England 
on the 100,000 Genomes Project, to ensure it 
always looks after the participants’ interests. We’re 
all volunteers and we all have busy lives, working in 
our day jobs and/or looking after relatives with rare 
medical conditions. The panel has only existed for 
a year, and the role of the vice chair is a brand new 
one, so I’m still feeling my way really, but I think I’ve 
been able to help the panel find its voice and I’m 
keen to amplify that in the future. I want our panel 
members to be proactive if there are matters they 
want to investigate. I have a monthly meeting with 
the rest of the management team, make links with 
other organisations, and help to shape the agenda 
for our quarterly panel meetings.
 
What made you want to apply?
 My son Sam, three, is a swan, and we signed up for 
the 100,000 Genomes Project in autumn 2015 when 
our geneticist ran out of alternative tests! We don’t 
know if we’ll ever get any answers from it, but this 
project is a very exciting thing to be part of – given 

its likely contribution to the future of 
medicine being a participant representative is a real 
honour. The panel gets to take its concerns all the 
way up to the chairman of Genomics England, if we 
feel strongly about an issue, and I think this level of 
participant involvement in health research is quite 
unusual.
 
Have you ever done anything like this before?
Not at all. I was a civil servant before Sam was born, 
and learned a lot there about how to set up new 
initiatives, so have been able to apply that to the 
100,000 Genomes Project. But in some ways the 
best qualification I have for this job is the past three 
years of parenting a severely disabled child. It’s 
been amazing to get into this role and I feel that my 
recent life experience gives me a voice that people 
are listening to, whereas before my only contact 
with medical people was quietly one to one, as a 
parent.
 
How easy is it to carry out this role when you 
have an undiagnosed child?
The role could take up as much time as I wanted to 
give it, but at the moment it’s about one day a week. 
I have to fit things into evenings and weekends, 
mostly, as I’m with my swan nearly all week. My 
husband Nick is very supportive and recently I’ve 
found a childminder willing to look after Sam when I 
need to be away for the day, which is great.
 
What words of encouragement would you give 
to someone who hasn't done anything like this 
before?
Parents of children with undiagnosed genetic 
conditions have to learn a lot about the health 
service, and how all the different bits fit together 
(or not)! If you can see the bigger picture, and apply 
what you’ve learned more widely, you’ve probably 
got something to offer!
 

Are you a SWAN UK member who has taken on a 
new role? We’d love to hear your story! 
Email: info@undiagnosed.org.uk.

Find out more about the 100,000 Genomes 
Project:  bit.ly/100kgenomesproject 

SWAN UK MEMBER ON HER ROLE AS PART 
OF THE 100,000 GENOMES PROJECT TEAM
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On Rare Disease Day (28 February) the 
Scottish Government announced that people 
in Scotland will now be able to join the 
Scottish arm of the 100,000 Genomes Project.  
SWAN UK member Sharon tell us what this 
could mean for her family. 

I’m Sharon and I live in Fife with my undiagnosed 
son, 12-year-old Luuk, his brother James, five, and 
my husband Remy. Luuk is our walking, talking 
miracle. We were told that he would not survive 
birth and for the first five years of his life it was 
touch and go.

Developmentally Luuk is about eight or nine years 
old. His short-term memory doesn’t work well 
and he has difficulties with abstract concepts. He 
is socially very vulnerable, and because of this in 
combination with the risks posed by his liver, Luuk 
requires constant adult supervision. He remains 
completely tube-fed, needs to use a wheelchair 
for distance and has to do daily physio especially 
now puberty has struck. He experienced his first 
joint dislocation a few weeks ago and due to 
growth spurts, lax joints and hormones is at risk 
of more dislocations. His speech can be difficult to 
understand due to his palate being very short and 
he is currently awaiting major surgery to hopefully 
help with his speech. However, this surgery could 
have far-reaching negative effects for Luuk too; it’s 
a very fine balance weighing up risks versus benefits 
of any surgery for him.
 
With Luuk being so anatomically unique and with 
so many of his bodily systems being involved, we 
don't know what the future holds for him. I know 
that applies to everyone, but having an undiagnosed 
genetic condition means that as his parent and 
advocate my brain never gets a break. 

I worry constantly that something awful will 
happen to him that we’d be able to prevent if we 
had a diagnosis and were looking out for it. Every 
little twinge causes us to panic.
 
Will he make it to adulthood? Will his organs just 
give up because of their position? Will he get 
cancer? Will he get one more infection that will kill 
him? Will he develop seizures or other neurological 
problems? The list is endless. We try and hide this 
from Luuk but he knows he’s different. Regardless 
of how awful knowing might be, not knowing, for 

me, is far worse. Everything gets magnified, it grows, 
and I find myself thinking of the most awful things, 
when he simply has a bug!
 
Potentially, Luuk being involved in 100,000 
Genomes Project could go one of three ways:

 – He gets a diagnosis and we get a better 
understanding of the longer term effects his 
condition might have on him.

 – He gets a diagnosis but is the only one with it 
and there is no information.

 – We get no diagnosis.
 
If the second or third option happens, we have to 
accept that we won’t know any more or how his 
condition is likely to affect him as he ages. This 
means that the worry and fears for his health won’t 
end, but if he gets a diagnosis the constant search 
for an answer might end and will free up brain time 
for me meaning it might have a rest now and again.
 
Luuk was one of the first children recruited to the 
DDD Study and unfortunately they weren’t able to 
find a diagnosis for him. We remain hopeful that 
we will get answers for him through the 100,000 
Genomes Project.
 
For us, Luuk’s undiagnosed genetic condition is 
a huge big black cloud that hovers over us each 
and every day, indoors as well as out. And each 
day we hope it doesn't rain on us. We look up at 
it and try to determine if it will rain or stay dry for 
a while; maybe the sun might even shine through. 
Sometimes we guess right and have an umbrella 
at the ready or we don’t bother with a coat and 
stay dry. Sometimes we get it wrong and we’re 
completely soaked and wet and struggle to get dry 
again. For us, that’s what having a child with an 
undiagnosed condition means – constantly thinking 
and trying to guess what the cloud will do next.
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We’re counting down to the most important 
day of the SWAN UK calendar!

This year Undiagnosed Children’s Day falls on Friday 
28 April and we think it will be bigger and better 
than ever!
 
Did you know there are approximately 6,000 
children who are born in the UK each year with a 
syndrome without a name – a genetic condition 
so rare it is impossible to diagnose? Life for the 
families of these children is isolating and they can 
often think they are the only family in this situation.
 
The money you raise will have a direct impact on 
the lives of the families we support.
 
Funds raised for Undiagnosed Children’s Day 2016 
meant we could continue running our support 
network for families in their local areas and also 
allowed us to recruit and train new SWAN UK 
Parent Reps. The money raised also allowed us to 
continue running regular events bringing families 
together and providing opportunities for them to 
make precious memories. Our events also provide 
opportunities for siblings to make new friends who 
understand how difficult having an undiagnosed 
brother or sister can be.
 
Your money could:
 – Enable a family to access the right information 

that means their child gets the support and 
treatment they require or access to appropriate 
testing.

 – Help us to recruit, train and support a SWAN 
UK Parent Rep who will act as a point of contact 
to bring families together and educate local 
professionals.

 – Pay for balloons to be sent to a child in hospital.
 – Pay for a family to attend one of our family 

day trips allowing them to enjoy a rare day 
out to make precious memories in a safe and 
welcoming environment.

Ways to donate:
1. Text SWAN11 £3 (or any amount up to £10) to 
70070. 
2. Online donation: bit.ly/swanukvirginmoney
3. If you want to make a bank transfer or send 
a cheque please email for details: fundraising@
undiagnosed.org.uk.

It’s not too late to fundraise for Undiagnosed 
Children’s Day. There is no science to fundraising, 
just keep it simple and fun! 

Calling all detectives!
This year we are asking everyone to become 
detectives and help us track new families affected 
by undiagnosed genetic conditions who could 
benefit from our support. Can you incorporate the 
detective theme into your fundraising? Perhaps 
all the children at your child’s school or nursery 
could pay £1 to dress up as mini detectives for 
Undiagnosed Children’s Day?

Or maybe you and your work colleagues could 
have a photo shoot using our detective props and  
then share the photos on your work social media 
accounts along with our text to donate number? 

Eventastic!
Events are always fun – especially if you rope your 
friends, family, local community or sports clubs 
in!  Perhaps you could have a detective-themed 
event? Maybe a murder mystery evening or a game 
of Cluedo where everyone donates to play? Maybe 
you could include some detective themed games at 
your event? How about ‘Baby Who?’ Look for clues 
to guess which of your friends or colleagues is in the 
photo! 

UNDIAGNOSED CHILDREN’S DAY
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Other ideas for events include:
 – Coffee mornings, barbeques, garden parties, any 

sort of party!
 – Concerts, pub quizzes (maybe a quiz about 

detective shows!), golf days, cricket matches, 
sponsored walks.

 – Babysitting, lawn-mowing, car cleaning, bag 
packing at your local supermarket.

 – Bake sales, clothes sales, car boot sales, 
auctions.

 – Sponsored diets, head or beard shaves!

If you host an event make sure you print off our 
detective props, take lots of photos and share 
them with us on social media using the hashtag 
#undiagnosed.

Don’t forget to let your local press know about your 
fundraising, this can be a great way to raise extra 
funds!

Ask people to dig deep!
One of the simplest ways to fundraise is to simply 
ask people for donations. Don’t forget to let people 
know why SWAN UK is so important to you – they 
are much more likely to donate if it’s personal to 
you. 

Resources available:
Leaflets, cup cake toppers, balloons, collection 
tins, collection buckets, ribbons and table cloths, 
colouring sheets of the SWAN UK logo and 
animated characters and detective props to print 
off and cut out.  Please allow plenty of time for 
your resources to be sent out. To order email: 
fundraising@undiagnosed.org.uk.

For more information and ideas check out our 
fundraising pack: bit.ly/swanukfundraiserpack 
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Why not ask your
 friends and family to 
support Undiagnosed 

Children’s Day by donating 
£3 to support the work 
of SWAN UK? All they 

have to do is text 
SWAN11 £3 to 70070.

Approximately 6,000 
children are born in the 
UK each year with a 
syndrome without a name 
– a genetic condition so 
rare that it is likely to 
remain undiagnosed. 

Life for the families 
of these children is 
extremely isolating, they 
often think they are the 
only ones in this situation. 

SWAN UK (syndromes 
without a name) is the 
only dedicated support 
network available for 
these families in the UK.   

Our Big Ambition is 
that they will have the 
support they need, when 
they need it, regardless 
of whether they have a 
diagnosis or not.

But many of the families 
who could benefit from 
our support still don’t 
know we exist.

We know they are out 
there, but we don’t know 
where they are.

So we’ve set ourselves a 
target to find them and 
double our membership in 
2017.

This Undiagnosed 
Children’s Day we're 
asking you to help us 
acheive it - either by 
fundraising for us or 
recruiting new members. 
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Hi, my name is Catherine and I have been 
with Michael for almost eight years. We 
have a border collie called Morgan, a ginger 
tomcat called Samson and a gorgeous little 
boy called Jacob. 

Jacob is 22 months old and such a happy and 
content boy. He loves music and playing with 
musical instruments such as his little piano and 
shaking his maracas/rattles. Jacob has developed a 
lovely cheeky personality over the past few months 
and loves rough play especially with his daddy. He 
has the most adorable and infectious laugh and 
loves being around other children.

Jacob has a visual impairment which is neurological 
(cortical visual impairment) and so we are unsure 
exactly what he can see. He reacts to lights when 
we darken the room but does not fix on anything 
in particular during the day. Jacob has severe global 
developmental delay (GDD). He is unable to sit 
unaided, but he is getting better at this and works 
so hard at practising this. He is unable to crawl, walk 
or even bear weight on his legs. He has started to 
roll over, however, this is not consistent and he 
doesn’t travel across the floor at all. Jacob has got 
epilepsy which is drug resistant at the moment. 
He has focal seizures and infantile spasms at the 
moment and has been known to have absence 
seizures too.

Jacob has reached a massive milestone: he can 
now use his hands. 

He has started to put his hands in his mouth, rubs 
his eyes and face, he brings toys to his mouth and 
he plays/interacts with toys a lot more now.

I had a problem-free pregnancy and nothing 
showed up on any of my scans. When Jacob was 
born he passed all of his newborn checks and 
we were discharged with him breastfeeding well 
and a healthy weight. At around eight weeks, our 
GP noticed that he wasn’t fixing or following on 
anything and he was not making eye contact. At 
12 weeks he was still not doing this and his muscle 
tone was still very low and so referrals were made to 
Alder Hey. Before any of these appointments came 
around Jacob started having seizures when he was 
four months old. We were rushed to Alder Hey and 
we stayed there for two weeks while they did every 
test they could think of. An MRI identified that 
Jacob’s brain was abnormal and several areas were 
smaller than they should be (e.g. his cerebellum is 
small, he has increased white matter in the centre 
and his brain stem is thinner than it should be). An 
EEG identified that he did have epilepsy and that 
this was going to be something permanent.

Without a diagnosis everyone felt really 
uncertain about the future and worried about the 
unknown. 

We were very hopeful that he would just be slightly 
delayed but that he would eventually catch up and 
we could deal with his visual impairment and his 
epilepsy would be controlled with medication. Now, 
we have come to accept that Jacob may never catch 
up and he may never do certain things. We have 
accepted that his epilepsy may never be controlled 
by medication and we are still scared about the 
future.

I cannot fault any of the services that we have 
dealt with so far. Jacob has regular physiotherapy, 
hydrotherapy and has also been seen by speech 
and language therapists and vision specialists 
over the past few months. However, I felt if we 
had a diagnosis it would open up doors to more 
specialised support and therapies for Jacob. It would 
also open up doors for us as a family and help us 
meet other families in a similar situation.

In February 2017 we had an appointment with the 
genetics team in the Liverpool Women’s hospital. 
We were expecting them to say that they still hadn’t 
found anything and he was going to just remain 
on the 100,000 Genome Project. Instead, we got 

INTRODUCING CATHERINE AND JACOB
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a diagnosis! After being on the project for just 
10 months they found a genetic mutation on the 
Tuba1A gene. Jacob has therefore been diagnosed as 
having a tubulinopothy. We were also told that Mike 
and I were not carriers. 

This diagnosis doesn't change anything as far 
as treatment goes, but a massive weight has 
been lifted off our shoulders and we finally have 
answers to our questions.

To me SWAN UK means hope. It has given me a 
sense of belonging where we used to, as a family, 
feel very alone. We now know that we are not alone 
and there are many families who do not have any 
answers for their loved one and who are searching 
for a diagnosis. SWAN UK has given me a sense of 
community. I’ve received a lot of information about 
events and Jacob received a lovely bunch of balloons 
which he loved playing with. 

I hope that by sharing our story we can reach out 
to other families who are in a similar situation.

We're always looking for new stories to share. 
If you'd like to share yours please get in touch: 
info@undiagnosed.org.uk.     

Get Involved Online!

To celebrate Undiagnosed Children’s 
Day on Friday 28 April we've launched 
social media images (and some fun 
props) in the run up to the day so 
make sure you’re following our social 
media accounts and get involved.

Why not take some photos of 
yourself using our detective props 
at the back of our fundraising pack 
and share them on your social media 
accounts with our text to donate 
details?

bit.ly/ucd2017socialmedia

Text SWAN11 £3 (or any amount up 
to £10) to 70070

Twitter
Follow us at twitter.com/SWAN_UK

The SWAN UK bloggers and Parent Reps 
will be taking over our Twitter account on 
Friday 28 April. Pop over to say hi! Use 
the hashtag #undiagnosed.

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

Keep an eye on our Facebook page on the 
day to see all our fabulous mini detectives 
and watch out for a special request from 
one of our swans!

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

To help us count down to the big day we’ll 
be running an Instagram photo challenge 
every day in April.

mailto:info@undiagnosed.org.uk
mailto:
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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 190 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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