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 SWAN UK UPDATE

My name is Izzy, and I am the Communications 
and Support Officer at SWAN UK whilst Miriam 
is on maternity leave. 
It’s been an action-packed few months for the SWAN UK 
community – this newsletter brings to you some of the 
highlights that spring and summer 2019 have seen so far. 
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Undiagnosed Children’s Day trip to Edinburgh Zoo

Undiagnosed Children’s Day 2019
This year’s Undiagnosed Children’s Day was a huge 
success – thank you to everyone who took part and 
helped us raise awareness and funds so we can continue 
to provide support to families of children and young 
adults with undiagnosed genetic conditions. There were 
hospital stands held, marathons (virtual and literal) run, 
cakes sold, and much more – some SWAN UK families 
even ended up on national and local news! Check out 
the fundraising page in this newsletter for an update on 
Undiagnosed Children's Day 2020. 

Online registration 
April saw the launch of our new online registration form 
that has made becoming a member of SWAN UK even 
simpler. Since its launch we have had a record number 
of new applications. The online form has been a long 
time in the making, but the results show that it was 
totally worth it. 

Information events
In June we held two undiagnosed genetic conditions 
information events in Birmingham and Portsmouth. 
The events were attended by parents and professionals 
who wanted to find out more about syndromes  
without a name. 

Our next information event is taking place in Truro at 
Royal Cornwall Hospital on Monday 15 July. If you’d 
like to attend, please email your full name and any 
dietary requirements to info@undiagnosed.org.uk.    

Kidz South 
Back in May, SWAN UK Parent Rep for Portsmouth, Jo 
Wright, and Izzy held an information stand at the Kidz 
South exhibition run by Disabled Living. The event 
was a great opportunity to meet prospective SWAN UK 
members, as well as to meet long-standing members of 
the SWAN UK community. 

Up and coming events
Warrington Sensory Centre, stay and play: 21 July, 22 
August, 21 September, 20 October, 23 November,  
21 December.

Kiddy Winx, Rotherham, stay and play: 14 July,  
11 August, 8 September, 13 October, 10 November,  
15 December.

Hop, Skip and Jump, Bristol, stay and play: 26 August,  
28 October, 16 December.

Rebound Therapy, Hadrian’s School: 20 October.

Alan Shearer Centre, stay and play: 20 July,  
21 September, 16 November.  

For more information about anything  
in this newsletter please email:  
info@undiagnosed.org.uk.

Hello, and welcome to our SWAN UK (syndromes 
without a name) Summer Newsletter!

mailto:info%40undiagnosed.org.uk?subject=
mailto:info%40undiagnosed.org.uk?subject=
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FAMILY TRIP TO NOAH’S ARK ZOO

We are the Gimblett family – Mum (me, Caitlin), 
Dad (Colin), Amelia age fourteen and Cieron age 
nine. We live in Bristol.

Cieron started to have seizures at the age of about 
eight months.  By the age of two he was missing lots of 
milestones and we realised that the epilepsy was part 
of a bigger picture.  His neurologist at the children’s 
hospital said that Cieron’s issues were probably due 
to a syndrome, possibly genetic, but was unsure what 
the syndrome was. We were told that the next step was 
genetic testing, but were warned that this didn’t always 
result in an answer either, and the first round of tests 
were inconclusive.

It was around this time that I started to take Cieron to a 
joint portage and speech therapy stay and play session. 
Here I first met the lovely Louise (SWAN UK South West 
Parent Rep) and her fabulous son, and found out we 
shared the same neurologist. Louise then told me about 
SWAN UK and said that her son was also thought to have 
an undiagnosed genetic condition.

Cieron enjoying the zoo trip

Cieron watching the zookeepers in action

So, this is how we ended up at a very windy Noah’s 
Ark Zoo one Sunday in April for the South West SWAN 
UK meetup as part of the Undiagnosed Children’s Day 
celebrations.  It was really nice to see some friendly 
faces as we went around the zoo.  We didn’t manage the 
lunchtime meetup because of the wind, but managed to 
meet for the big cat talk. 

It’s a huge benefit to us as a family to be able to 
meet up with other parents and for the children 
to see each other and it makes us feel less 
isolated.  It’s not always easy to go out and about 
with a child with additional needs, but knowing 
that there will be others who understand and 
won’t judge is a real boost.  

It’s also good for siblings to meet up. I would 
recommend that others find their SWAN UK Local 
Network and if you haven’t already, try going along to 
one of the events.

Are you interested in becoming a member of 
SWAN UK and coming along to our family events? 
Visit: www.undiagnosed.org.uk/join.

Cieron is a very active child and at times his behaviour 
can be unpredictable and a struggle to cope with.   
Not knowing what was behind the behaviours made 
this worse.

It was great to meet Louise and find out 
that there were others in a similar boat. 
She told me about the SWAN UK meet ups 
and suggested we come along to meet other 
families in the same situation.  

Initially I just became a SWAN UK member and joined 
the private Facebook groups, but as more events were 

advertised, we plucked up the courage to go to one.  I 
forget which event was our first, but we’ve since been 
to a few meetups, some trips to attractions such as 
Longleat, and attended stay and play sessions at Hop 
Skip and Jump, Bristol. 

https://www.undiagnosed.org.uk/join/


Hi, I’m Alessia, and I am a researcher on the 
Solve RD Project.

Solve RD (Solving the Unsolved Rare Diseases) is a 
research project funded by the European Commission 
with the aim of identifying the genetic cause of rare 
diseases which have not been previously diagnosable. 
Part of Solve RD aims to improve the process through 
which results from genetic tests are fed back, so that 
families can be supported when they receive information, 
whether or not they get a diagnosis. 

The study brings together families who have received 
different types of genomic results and health care 
professionals from two leading genomic centres in 
England and in the Czech Republic. The families and 
professionals come together to share their experiences 
of communicating and receiving genomic results, discuss 
areas for improvement and work together to co-design a 
method to improve the communication of results.

Eight families are taking part in the study, including 
four members of SWAN UK. Families’ stories have 
been collected in a short film, which will be used 
beyond the life of the study to help raise awareness 
on family experiences and share recommendations for 
healthcare professionals. 

In the film, families discussed the challenges they 
faced in receiving these types of results: 

‘[They told us]: ‘we’ve got a diagnosis, but you 
have to wait four weeks because I want to talk 
to you face to face’. You know, that was just…I 
didn’t like that at all. I thought: ‘there has to 
be an easier way of doing that.’ It was all over 
the Christmas holidays. We were wondering 
what it was or what it could be. And we couldn’t 
tell family or anyone that a diagnosis had been 
found because we knew that we would be 
bombarded with questions. And we couldn’t 
tell the boys. So we had this big secret and we 
couldn’t tell anybody. We were excited that 
there was a diagnosis. We were scared. Every 
emotion was there.’ 

Despite the challenges, families also talked of the benefits 
of taking part in genomic testing, even if this did not have 
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immediate implications for their children’s care: 

‘We actually entered into both studies with the 
mindset that, you know, we probably would get 
nothing, particularly given the rarity of what 
[she’s] likely to have, but that it was something 
we were contributing to kind of for other people 
really, or for future generations in a way, you 
know, to sort of develop the science rather than 
looking for a cure.’

For others, even if they have not received a diagnosis as 
yet, the process of taking part in testing provided a sense 
of meaning and presented the opportunity to become 
part of a community through SWAN UK: 

‘We don’t have a diagnosis but we do have more 
understanding. And we have a family, a wider 
family and friends, a community where we 
belong. It’s important I think for us to be active in 
trying to support him, and try to make his quality 
of life the best that it can be. And without all these 
research projects and becoming involved, we 
wouldn’t have that.’ 

The Solve RD team will continue to work with family 
participants to co-design a method to share results that 
can build on these ideas to meet the needs of families 
who are taking part in genomic testing. The team would 
like to thank all the families who have taken part so far 
and SWAN UK for their help and support in all phases of 
the study. 

If you want to find out more about the Solve RD 
study or are interested in following its progress, 
please get in contact with Alessia:  
alessia.costa@kcl.ac.uk or visit solve-rd.eu/. 

INTRODUCING SOLVE RD 

http://solve-rd.eu/


initial letter, the phone call coming out of the blue, 
a long wait time for the genetics appointment, not 
knowing what to expect, not being able to get hold 
of anyone and then feeling just as overwhelmed and 
bewildered after the appointment. 

I spoke to my daughter’s genetic team to ask how 
they planned to give Dottie’s results to us if and 
when they came through and they struggled to 
give us an answer. It was clear there wasn’t a 
thought out process.

I felt strongly that it was important to improve this part 
of families’ journeys and to have a process in place 
to help and support the family, rather than to add 
additional emotional trauma when the diagnosis was 
received. This is why I applied to be part of the Solve 
RD Patient Public Involvement group. I was delighted 
to be accepted into the group and also to be offered 
the role of chair. I have found taking part in the study 
very rewarding and it’s been interesting to hear other 
families’ stories. 

All members of the patient group have been 
really engaged with lots to contribute and 
everyone’s views are listened to and respected.

Part of this project has meant we have also met with 
genetic consultants and genetic counsellors. They have 
shared their experience and listened to ours and this 
has led to some valuable discussions and insights. I am 
looking forward to contributing to the next step of this 
project where I feel we can make a real difference to 
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Hello, I'm Marie, the chair of the Solve RD 
Patient Public Involvement (PPI) group, and 
SWAN UK Parent Rep for East Sussex.

Parent Rep Marie and her daughter Dottie 

Marie, daughter Dottie and son Henry

I have a seven year old daughter, Dottie, who has an 
undiagnosed genetic condition. Like many SWAN UK 
members, Dottie has had many tests, procedures, 
hospital visits and we see 12 different departments 
within the NHS, but we still have no real answers as to 
what is causing Dottie’s challenges.

Approximately four years ago we took part in the DDD 
(deciphering developmental disorders) study, which so 
far has not provided any results, and more recently we 
joined the 100,000 Genomes Project. We were aware 
that it may take years to get any results back from the 
100,000 Genomes Project so we got on with our lives, 
put it to the back of our minds and didn’t really think 
about it much. 

Then I started reading posts on the SWAN UK Facebook 
group from members who were getting their results 
back from the project. As I followed their diagnostic 
journeys it sounded like such an emotional and 
sometimes very traumatic time for the family – the 

If you want to find out more from Marie about  
her experiences as part of the Solve RD Patient 
Group, you can contact her at:  
eastsussex@undiagnosed.org.uk.

Dottie and Henry 

mailto:eastsussex%40undiagnosed.org.uk?subject=


FAMILY STORY: AMELIA AND LISA

Hello, we are the Beatons; myself Lisa Beaton 
(SWAN UK Parent Rep for North Yorkshire), 
dad Martin Beaton, older brothers Harry 19, 
Jack 15, George 12 and Amelia, 10 years old, 
who has an undiagnosed genetic condition.  
It also seems likely that George does as well.
Amelia is feisty, lively, determined and an excellent 
mimic. She loves drama and acting as well as unicorns, 
glitter, anything sparkly and stealing my makeup! She is 
popular in school and has a great bunch of friends who 
rush to greet her in the mornings and help with her bag, 
coat and wheelchair.
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Amelia

Amelia and Lisa

We have various confirmed diagnoses relating to 
individual areas of the body and organs but no 
overarching diagnosis that unifies and explains the 
entirety, albeit we know it is a neuromuscular condition 
in origin.  

When Amelia was two weeks old, I knew something 
wasn’t right but I couldn’t say what. I called my health 
visitor and explained I was worried, especially as she 
seemed so stiff and uncomfortable. However, she 
dismissed my concerns as being over-tired and the first 
time mother of a girl after three boys!

By four weeks it was more obvious that there was 
something that needed investigating from an orthopaedic 
point of view and we were awaiting a referral.

At nine weeks, Amelia had her first admission of 
many into hospital, and things rapidly snowballed 
from there onwards. 

She had to endure a thrice daily regime of painful 
stretches and physiotherapy from 12 weeks of age and 
over the years she has undergone numerous surgeries, 
procedures, painful investigations and tests as additional 
difficulties have presented. She also relies on a wide range 
of interventions and equipment as well as medications to 
manage day-to-day life.

Our other children have their own issues to deal with as 
each of them also has a medical and/or developmental 
disorder and so our lives are always very busy with 
appointments, meetings, therapies and such like. They 
have also had to get used to me being away from the 
family home either unexpectedly or for quite lengthy 
periods of time when Amelia (and latterly George) have 
spent time in hospital.

Having a child with an undiagnosed, likely 
genetic, condition has changed me forever, 
hopefully into a better, more understanding 
person who recognises what the really important 
things are in life.

I know that sounds a bit twee or clichéd, but only 
when you go through something of this nature do you 
understand what really counts. You learn to let go of the 
small stuff and concentrate on the bigger picture.

Doctors and therapists couldn’t really predict what lay 
ahead and as new difficulties or complexities arose, 
they couldn’t reassure us that Amelia would outgrow 
the issues and most importantly whether what she had 
was life-limiting or life-threatening. It was reassuring, 
however, when she reached certain developmental 
milestones as that did give us all hope that in spite of 
what she was going through, she was making progress 
in the right direction. We did have moments when we 
were told she would never do this, that or the other — 
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Amelia

Amelia 

or if she did, it would be profoundly delayed. However, 
one of the surprising benefits of not having a diagnosis 
was that actually Amelia carved her own way forward 
and achieved things in spite of what we had been told. 

Due to her profound upper limb weakness and 
joint contractures we were told she would never 
be able to crawl, so I was delighted and very 
emotional when bang-on nine months she proved 
everyone wrong and although it was very effortful 
for her, showed she was determined to write her 
own rule book!         

We are so proud of all our children; each has shown 
courage and maturity beyond their years both in 
dealing with their own health/developmental needs 
and in their approach to helping others, as well as 
having to accept an unequal sharing of my time.

Harry and George have worked with young carers 
and when Harry reached the cut-off age, he chose to 
carry on volunteering for them so that he could give 
something back to the organisation and pay it forward 
to other young people.

I am a member of some other online groups, but 
without a doubt, SWAN UK is the most important.
There is always someone to talk to, day or night, and 
even though every young person has different issues 
or experiences, there is a commonality amongst us 
parent-carers; a sense of belonging to something very 
unique and special. We are lucky that we are a close-
knit family and in certain ways, have been brought 
even closer together by our circumstances.

I think, at least I hope, a diagnosis would give us 
reassurance that we are doing everything we can to 
help maintain or address Amelia’s quality of life to the 
very best of our and her abilities.

There is always a wondering, a questioning as to 
whether there is something else that we could be doing 
or some medication that would make a big difference. 
Deep down I know that we are doing the very best we 
can to manage/address her symptoms and future-
proofing as best as we are able to.

Amelia herself has reached an age where she has 
many questions of her own and understandably has 
some worries that are difficult to answer completely. 
Sometimes she gets angry that she is different from her 
peers and that ordinary everyday things are harder for 
her to manage.

We are very much a can-do family and have always lived 
with a carpe diem (seize the day) attitude. Life is for 
living – as far as I know this isn’t a dress rehearsal so I 
want to embrace as many opportunities as possible!

Would you like to share your SWAN UK  
story and help raise awareness of undiagnosed 
genetic conditions? Email:  
info@undiagnosed.org.uk.

Both boys have embraced learning to help with 
aspects of Amelia’s care on a practical front as well 
as doing some household chores. The boys are very 
proud and protective of their sister and will challenge 
anyone who might tease or be unkind to her (except 
themselves of course!)

I can’t actually recall exactly when or how I first found 
about SWAN UK but now I can’t imagine not being 
involved with the group in some way or another. I was a 
long time lurker before I ever posted and ironically my 
first proper post wasn’t even about Amelia, but one of 
my other children! However, the warmth and empathy 
I received that day was unlike anything else I had ever 
experienced and it was a safe place to vent in a way that 
was impossible to do to my ‘real-world’ friends.

mailto:info%40undiagnosed.org.uk?subject=


NEWS FROM SCOTLAND

NEWS FROM WALES

Hi, we are Dr Rachael Wood, Consultant in Public 
Health Medicine, and Scott Heald, Associate 
Director & Head of Profession for Statistics. 

We both work for NHS National Services Scotland 
in the Information Services Division. It is our job to 
collect, analyse, and publish Scotland’s routine health 
statistics. We are going to give you an update on the 
work we are doing to establish a congenital anomaly 
register for Scotland.

A congenital anomaly is something abnormal in the 
structure or function of a body. They occur when babies are 
developing in the womb and are present from birth. They 
can be caused by genetic problems, or by environmental 
factors which disrupt the baby’s development. In many 
cases, no obvious cause can be found. 

Congenital anomalies are quite common, and 1 in 
every 50 babies are born with one of these variations. 
However, specific anomalies are generally rare and 
around 1 in 7 people living with a rare disease has one.

Many countries keep a record of all the babies that are 
born with these differences. These records help public 
health agencies to: 

 – Monitor the health of mothers and babies and spot 
an increase in anomaly rates.

 – Assess the impact of efforts to reduce anomalies.
 – Monitor the effectiveness and impact of pregnancy 

and newborn screening programmes.
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 – Support the planning of services for individuals and 
families affected by these differences.

Scotland has never had a national anomaly register, 
so we were delighted when the Scottish Government 
decided to fund us here at the Information Services 
Division to set up a Scottish anomaly register 
(CARDRISS). This project is part of a wider programme 
of work to improve the information we have on 
individuals and families affected by rare diseases, and 
ultimately improve their outcomes.

We are currently working on the following early steps: 

 – Assessing how well Scotland’s information sources 
currently identify babies affected by anomalies.

 – Deciding on all the specific pieces of information that 
CARDRISS will collect on affected babies.

 – Applying for Scotland to join the European network 
of anomaly registers (Eurocat) that helps countries 
maintain their registers to agreed high standards.

 – Making sure all individuals and families affected by 
anomalies, and the professionals caring for them, are 
aware of CARDRISS.

The information we are suggesting CARDRISS will 
collect is currently open for comments. 

If you would like to comment on this, or just find 
out more about the Scottish anomaly register 
project in general, please visit our website: 
https://bit.ly/31OlDZt.

Hi, I’m Bethan Edwards, SWAN UK Parent  
Rep for North Wales.
I’ve recently been invited to represent SWAN UK on 
the new Genomics Partnership Wales (GPW) Patient 
and Public Sounding Board. The Board has been put 
together to help deliver the Genomics for Precision 
Medicine Strategy for Wales. The strategy has been 
created to develop a Welsh genomic service that is 
internationally recognised and links in with global 
advances in genomics. 

The Sounding Board will help shape patients' 
experiences by advising on systems and processes 
that involve families and individuals, making 

recommendations on potential improvements and 
using their personal experiences of genetic testing to 
provide feedback.

This opportunity means that we here at SWAN UK can 
ensure that the voices of families with undiagnosed 
conditions are fully represented in the development 
of the strategy. From time to time, I may approach the 
SWAN UK community to ask for opinions on up and 
coming matters, so look out for my posts on the SWAN 
UK Facebook page. The more information we can 
provide, the better for the undiagnosed community.

If you want to find out more email Bethan: 
northwales@undiagnosed.org.uk.

https://bit.ly/31OlDZt 
mailto:northwales%40undiagnosed.org.uk?subject=


professionals to find out more about the experiences 
of those affected by rare conditions; and developed 
a survey which will capture information from a larger 
group of families and professionals. 

All of these findings are being fed into later stages 
of the research, which will seek to describe the 
variety of ways that care might be coordinated, 
and the priorities of patients and professionals.

We will also consider how feasible these services might 
be (for example, how much they might cost).  

Thank you to those of you who have taken part in 
CONCORD already. The next opportunity to contribute 
your views is through our major survey. Further details 
will be advertised via SWAN UK and on the Genetic 
Alliance UK website. 

If you would like to find out more about the 
CONCORD study, get in touch with Amy Simpson:  
amy.simpson@geneticalliance.org.uk.
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AN UPDATE FROM THE 
CONCORD STUDY

Hi, I’m Amy, a researcher at Genetic Alliance UK.

Over the past year, we’ve been working on 
a study called ‘Coordinated Care of Rare 
Diseases’ (or ‘CONCORD’ for short). 

Amy, Senior Researcher at Genetic Alliance UK

The study, which is funded by the National 
Institute for Health Research (NIHR), is being 
led by researchers at University College 
London and other experts in the field of rare 
conditions. We are about half way through 
the study – here is an update on what we have 
done so far:

At Genetic Alliance UK, we know that living with a 
complex undiagnosed genetic condition often means 
regular appointments in different locations, the 
involvement of various health professionals and  
other services.

Many patients do not have access to one  
specialist centre for their condition or support 
from a named care coordinator. As a result,  
and as previous projects have highlighted,  
the burden often falls upon parents to  
organise and manage their child’s care. 

This can have a huge impact on families,  both 
financially and emotionally. 

The aim of the CONCORD study is to find out in detail 
how health services are currently coordinated for 
patients with rare or undiagnosed conditions and, 
most importantly, to propose how health services 
could or should be coordinated in the future. So far, 
we have reviewed past research focusing on the topic 
of care coordination; conducted telephone interviews 
and focus groups with patients, carers and healthcare 

mailto:amy.simpson%40geneticalliance.org.uk?subject=


FUNDRAISING UPDATE

Hi, I’m Amy, the Fundraising Officer here at 
SWAN UK. 
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Amy

Making #ROARsome lion masks!

Completing the virtual marathon in style!

Virtual marathon 
If anyone has completed the Virtual Marathon don’t forget 
to get in touch with your time sheets and we will send you 
a finishers certificate and a medal to say a big thank you 
for taking part!  

If you need more time, just let Amy know: 
fundraising@undiagnosed.org.uk.

Undiagnosed Children’s Day 2020:  
Schools activities
Thank you to all the schools who took part in 
Undiagnosed Children’s Day this year. We are looking 
to get even more schools involved next year, so if your 
child(ren) are at school or nursery then now is a good 
time to approach them about taking part in Undiagnosed 
Children’s Day 2020! Schools start to plan their charitable 
activities well in advance, so the more prepared we can 
be, the better. The theme for Undiagnosed Children’s Day 
2020 is yet to be announced, but whatever the theme, 
the idea is still the same: to raise awareness and funds 
to support families of children and young adults with 
undiagnosed genetic conditions. 

Undiagnosed Children’s Day 2019: Fundraising 
round-up 

 – An impressive £7862 was raised through sharing the 
Facebook donate button. 

 – Brave fundraisers took part in challenge events such 
as Glasgow Kiltwalk, Newcastle Inflatable 5K, the 
London Marathon, Warwickshire Wolf Run and Leeds 
Half Marathon.

 – So far the grand total is £17,261, with more donations 
still coming in!   

 – A HUGE thank you to everyone who fundraised for 
SWAN UK this Undiagnosed Children’s Day. 

Interested in fundraising for SWAN UK?  
You can get in touch with Amy at:  
fundraising@undiagnosed.org.uk.

mailto:fundraising%40undiagnosed.org.uk?subject=


Save the date – 24 April 2020
SWAN UK is a fantastic organisation for children to 
get involved with, and we can support your school in 
organising and running their fundraising events. We 
can provide information about undiagnosed genetic 
conditions, support parents or siblings to hold a school 
assembly on the topic, and send out our fabulous 
fundraising packs which are full of activities and ideas of 
how to raise money. 

Jess, aged 16, has a younger brother who has an 
undiagnosed genetic condition and held a powerful 
presentation at her school for Undiagnosed Children’s Day 
2019. She was even featured in the Warrington Guardian! 
We asked Jess how she found the experience, she said: 

‘I really enjoyed giving the assembly to the 
younger kids in my school. I only did a short 
speech, including telling them about my 
brother and what SWAN UK has done for 
us as a family unit. They all listened really 
attentively and I'm glad that they all respected 
the information I was giving them. Being in the 
[Warrington] Guardian was a shock as I didn't 
realise that such a little amount of information 
could mean so much.’

We are super proud of her efforts to raise awareness for 
SWAN UK, and hope that more of you will join us next year 
to celebrate Undiagnosed Children’s Day 2020!

Want more fundraising information or to 
register your school’s interest? Get in touch with 
Amy: fundraising@undiagnosed.org.uk.

Summer picnic

The next event that we are getting excited about is the 
SWAN UK summer picnic.  

We’d love you to host a picnic for your friends and 
family, in return for a donation from everyone 
who comes along. 

Enjoy cakes and games outdoors, in the park, or in 
your garden and raise money for SWAN UK. If you are 
interested, then get in touch and we can send you a fun 
filled activity pack with everything you need.

Do you fancy hosting your own picnic? Email 
fundraising@undiagnosed.org.uk for your 
summer picnic activity pack.

Calling all budding artists!

If the British weather lets us down during the summer 
holidays, then we’ve also got something to keep you busy 
indoors. We know it’s a bit early to be thinking about 
Christmas, but we are going to be running a competition 
to design a SWAN UK Christmas card. 

Send your children’s designs into us, and the 
winner will have their card printed and sold on 
our online shop as part of our Christmas appeal! 

More details will follow on Facebook, but the designs 
need to be with us by the end of July. The winner will  
be announced in the summer so get creative with  
your children!

Draw or paint a festive image, about A4 size, and 
send the picture to: fundraising@undiagnosed.
org.uk. 11

GET INVOLVED

Enjoying the sunshine

Jess giving her speech
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#undiagnosed

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

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.


