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It’s been a busy summer with SWAN UK day trips, stay 
and plays, coffee meets, new members joining, stands 
across the UK, and media coverage. Since our summer 
newsletter we have welcomed 65 new members.

Family events
We held one of our biggest ever family events at Longleat 
Safari Park in September, with nearly 50 families and 
a whopping 200 people attending! We also hired out 
Thames Valley Adventure Playground this summer 
where, despite the elements, children took a particular 
interest in the outdoor water play. All our family events 
are free. They are a great way to meet other families 
affected by undiagnosed genetic conditions as well as an 
opportunity for some quality time with your own family. 
Our regular day trips each year also include venues such 
as Flamingoland and Paulton’s Park.

Stay and play
We now have stay and plays just for SWAN UK members 
across six venues: Warrington, Newcastle, Worcester, 
Bristol, Berkshire and Rotherham. We have more 
planned and if you know of a venue that might be 
good for a SWAN UK session, let us know. You can 
find out about events in your area in various ways: on 
our website, in our monthly E-news, in our quarterly 
newsletters, Facebook event pages in the relevant Local 
Network Facebook groups and by email.

Upcoming stay and plays include:
Warrington Sensory Centre: 21 October, 21 December
Kiddie Winx, Rotherham: 22 October, 17 December
Hop, Skip, Jump, Bristol: 29 October, 17 December
Swings and Smiles, Berkshire: 11 November
Alan Shearer Centre, Newcastle: November (date TBC) 

SWAN UK coffee meets
We are also seeing more coffee meets popping up 
around the country with Shropshire just holding their 
first one. If you’d like to help start one in your area, get in 
touch –  the first coffee is on us!

Upcoming coffee meets are:
Warwick: 13 October
Leeds: 19 October
Wakefield: 21 November
Leamington: 22 November
Manchester: 25 November
Liverpool: 23 January

SWAN UK families at Thames Valley Adventure Playground

SWAN UK stands
We don’t spend much time sitting still and in true SWAN 
UK fashion we’ve been going across the country to 
spread the word about SWAN UK and what it means 
to have an undiagnosed genetic condition. We’ve held 
stands at events in Scotland, Bristol, Sheffield and 
Birmingham.

In the next few months we’ve got stands coming 
up at the following events: 
World Congress on Genetic Counselling, Wellcome 
Genome Campus, Cambridge, 4–6 October
Stockport SEND, 9 November
Kidz to Adultz North, stand V60, Manchester, 16 
November
Alder Hey Children’s Hospital, Liverpool, 27 October, 
13 December, 23 February 2018, 27 April 2018 
(Undiagnosed Children’s Day)

Press coverage
You can now see press that we've been involved in on 
our website: undiagnosed.org.uk/news-events. We are 
looking to grow our list of press volunteers. If you'd 
like to find out more please email: miriam.ingram@
undiagnosed.org.uk.

This will be our last quarterly newsletter for 
2017 but we also send out our monthly E-News. 
If you know someone who would like to join 
our mailing list please give them this link: 
undiagnosed.org.uk/news-events/#joinUs. 

 SWAN UK UPDATE
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  COTSWOLD WILDLIFE PARK
Hi, I’m Aimee Mann, Parent Rep for Warwickshire. 
This summer we returned with families to 
Cotswold Wildlife Park ... 

After days of pouring rain, the sun came out and shone 
down on the park. We didn’t get off to a particularly 
smooth start in our house: some personal care issues, a 
swan meltdown from a very stressed and upset Freddie, 
a bird stuck in the log burner which caused Teddington, 
our Jack Russell, to bark and bark as if we had an 
intruder in the house and two siblings who couldn’t wait 
to get going. Phew. 

We were a bit behind schedule and then hit two huge 
traffic jams. After a chaotic morning, we arrived late 
but in one piece – not great for the Parent Rep to be 
probably the last person to arrive but we did have 
balloons!

Many of our SWAN UK members met at lunchtime 
for a picnic on the grass. It was so great to meet 
new families and also to see some familiar faces. 
Everyone seemed to be having a great time 
and it was lovely to see our SWAN UK balloons, 
lovingly filled with helium by my hubby Ollie, 
travelling all over the park as the families 
wandered around taking in the sights. 

Aimee, Bella and Freddie at Cotwsold Wildlife Park

We saw monkeys, lions, giraffes, rhinos, birds and 
penguins to name just a few. The train ride was an 
essential part of the day. I think we heard ‘Freddie on 
train’ around 100 times during the picnic and trip to the 

playground before we even got to the train. Bella was 
most pleased that Bella is also the name of the train!
Cotswold Wildlife Park now has a Changing Places 
facility which made a huge difference to the enjoyment 
of the day out – no undignified changing in the boot of 
the car in the car park this time. Instead, a private place 
to take care of your loved ones’ personal care needs. Big 
high five to Cotswold Wildlife Park.

Ollie, Freddie, Jago and Bella on the train at Cotswold Wildlife Park

It was then time for an ice cream before the trip home. 
Oh and the joyful visit to the shop. Bella was determined 
to buy something with her pocket money. She is now the 
proud owner of a cuddly toy pig. She has given him the 
very original name of Piggy.  Yay, more soft toys.

Freddie, Bella and Jago were asleep in the car on the 
way home within five minutes of leaving the park.

Thank you SWAN UK for giving us a fab day out and the  
chance to meet other SWAN UK families. 

Looking forward to the next day out!

Email Aimee: warwickshire@undiagnosed.org.
uk. Aimee is also a SWAN UK blogger and you can 
visit her blog here: aimeemannmentoring.com.

All our events are advertised in the relevant 
Local Network Facebook groups, in our monthly 
E-news and on our website and social media 
chanels so keep your eyes peeled!
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Hi, I’m Claire, Parent Rep for Northampton, here 
once again to update you on everything my 
fellow Parent Reps and I have been up to.

I hope you all made it through the summer holidays 
mostly unscathed and that normality and routine 
are finally beginning to resume! Usually the six-week 
holidays are fairly quiet for the SWAN UK Parent Reps 
as we juggle our children through the summer, but not 
always!

Coffee mornings are now beginning to resume. Last 
week we met up in Northampton and drank our well 
earned coffee at the end of the first week of school – a 
little celebration, a bit of a rant and a few giggles along 
the way too! Make sure you check out your monthly 
E-News or the SWAN UK website for information on 
more coffee mornings in your area. These are currently 
organised for Telford, Gloucester, Lancaster, Bristol, 
Northampton, Warwick, Leamington and Manchester!

Stay and plays are also resuming in most areas, with one 
area actually increasing the frequency of their stay and 
plays as they are so popular. Some areas however are 
less well attended so we will probably have to cancel 
these in the future – if you’ve got one in your area that 
you’ve been meaning to pop along to please do make 
the effort. It’s a great way to meet other families and it’s 
definitely a use-it-or-lose-it scenerio!

As we head to the colder months, there are usually less 
family days out organised as so many places are weather 
dependent. However, over the summer there were a 
few trips including a funfair in Northampton and days 
out to Longleat Safari Park, Thames Valley Adventure 
Playground, Shepreth Wildlife Park and Dublin Zoo! 
These can take a lot of organising for your Parent Reps, 
especially as they become more popular, and more 
members attend so please be patient with us and 
remember we are volunteers! 

Events are a great way to meet others in a similar 
situation, without the pressure of all sitting 
around a table, and at the same time creates 
memories, smiles and a lot of lovely pictures! 

If you’ve been to an event, and are happy for us to share 
some of your pictures across social media, please let 
Miriam know! Email miriam.ingram@undiagnosed.org.
uk.

We have a number of new Parent Reps beginning their 
induction process and it’s all very exciting to have so 
many more join the team. Keep your eyes peeled to 
see who they are and the areas they will be covering! A 
couple of days ago fifteen of your Parent Reps along with 
Miriam, Lauren and Nick, headed to Birmingham for a 
day of coffee, lunch, chatting, oh, and of course a bit of 
training! Unfortunately not all the Parent Reps could 
make it and they were sorely missed!

Amy is one of our newest Parent Reps. Based in Cardiff 
she’s already undertaken a research project with Cardiff 
University looking at updating family questionnaires 
that are currently used during initial genetic testing 
stages. I’m sure you’ll agree it’s important to have our 
voices heard, especially in these processes, so that we 
can make positive changes.

Lisa, Parent Rep for North Yorkshire and Louise, Parent 
Rep for Bristol have spent time talking, in depth, to a 
number of professionals about SWAN UK, including 
paediatricians and consultants at some very important 
events and conferences! We can answer lots of questions 
and these often lead to talks to other professionals, and 
events and are usually very well received. Educating 
professionals and raising awareness is one of our key 
aims so that families of children with undiagnosed 
genetic conditions can receive the support they need, 
when they need it, whether they have a diagnosis or not!

Sara, Parent Rep for West Yorkshire has now attended 
her first couple of events including a rare disease study 
day in Sheffield and a family meet-up at Lotherton Hall! 
These can be really nerve-racking the first few times, but 
you soon learn on your feet so congratulations Sara on 
representing SWAN UK!  

Another massive congratulations goes to Kat, Parent Rep 
for the West Midlands and her daughter, for running 5km 
at a fun run event and raising money for SWAN UK. It 
was a very wet day, and they really pushed themselves 
out of their comfort zone! My children and I attended 
Parallel London with a few other SWAN UK members, 
and we covered a 5km distance, and a 1km too. It 
was such a great day and shows that even though we 
volunteer as Parent Reps for SWAN UK we also get stuck 
in with raising money for our own support network! 

Why not join us and help raise money too? It’s 
great fun! Email fundraising@undiagnosed.org.
uk for more information.

 PARENT REP ROUNDUP
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 CALLING ALL DADS!
Hello, it’s Paul here again – the brand new Parent 
Rep for dads!
 
I should be writing a bit about what we’ve been up to 
on the Facebook groups but Team Arvo has been on 
an enforced extended holibob/exile for the summer ... 
long story. The short version: we were supposed to be 
away for a couple of weeks while the council put a new 
bathroom in. The couple of weeks ended and the house 
was still a rubble pit, so we had to impose ourselves on 
the hospice, family and friends until the house had walls 
again. We got back about two weeks before term began 
and have since spent our time hoovering building dust.
 

Swan Nenna and hunky surfer dude!

So this time I was going to write about how different it is 
parenting when you’re a swan dad. And I thought about 
it long and hard and concluded that, actually, parenting 
as a bloke, swan dad or otherwise ain’t any different 
except for two things: firstly no one’s looking over your 
shoulder and judging you for your parenting when you 
do it wrong (or right for that matter) and second you 
don’t feel under pressure to put lippy and heels on to go 
to the school gates (but don’t let that stop you if it’s your 
thing). Which makes for a short article.
 
However, what I think is different: blokes deal 
with it all differently. This brings me neatly to … 
the SWAN UK Dads’ Facebook group! We need to 
put a rocket under it and I need your help.
 
I’ve got lots of ideas and a few meetings with SWAN 
UK Towers to kick things around, but dads, what do 
you want on there? Need a place to vent? Chat? Be 
distracted? Find advice? Leave me a comment or put 
a post up for me and keep an eye on the board. Wives/
partners/SOs/women of SWAN UK, can you let any male 
SWAN carers/dads know. We’re going to make a space 
for fellas, going through what we’re all going through, to 
hang out and shoot the breeze.
  
Love, sleep and coffee x

If you want to be added to the SWAN UK Dads’ 
Facebook group please email info@undiagnosed.
org.uk and let us know the email address you use 
to log into Facebook so we can send you a link. 

 CONFERENCE TIME
On 26 September the annual Genetic Alliance UK (the 
charity that runs SWAN UK) conference took place in 
London. Attended by Helen, Parent Rep for Nottingham 
and Louise, Parent Rep for the South West, the day was 
a great success. It explored topics such as the impact 
Brexit will have on rare disease research, how to use 
social media effectively, how to fundraise for a small 
charity and how to provide support. 

The new CEO of Genetic Alliance UK, Jayne Spink, gave
an overview of the highlights of the last year and plans 
for the coming year – for SWAN UK this includes a 
particular focus on engaging and better supporting 

dads of children with undiagnosed genetic conditions 
(see Paul's article above), Asian families affected by 
undiagnosed genetics conditions and families who live 
in rural areas. 

The conference finished with Bobby Gaspar, Professor 
of Paediatrics and Immunology at UCL Great Ormond 
Street Institute of Child Health, talking about improving 
outcomes for rare diseases through newborn screening 
and novel therapies. He explained how for severe 
combined immunodeficiency screening and therapies 
will result in a shift from a 100% mortality rate to a 100% 
survival rate in just 40 years!

mailto:info%40undiagnosed.org.uk?subject=
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A couple of years ago in the Genetic Alliance UK (the 
charity that runs SWAN UK) office we started something 
called ‘Random Coffee Trials’. We like caffeine in our 
office so it sounded intriguing and like some kind of 
exciting tasting experience. It was in fact an initiative to 
randomly match colleagues with one another so that 
they could go and chat for an hour outside of the office 
about whatever they fancied ... most importantly over a 
coffee. 

It’s been a successful initiative and every month we 
get partnered with someone new. Our meet-ups often 
take place face-to-face in a local coffee shop, but there 
are some colleagues who work remotely so we have 
to improvise with Skype, Facebook or old-fashioned 
telephone. It's a  great way to get to know colleagues 
who we see less frequently. We can use the time to chat 
about things we are working on or about nothing work- 
related at all. 

After reflecting on a summer packed with family 
events, we got to thinking about families who find it 
challenging to come along to events. We wanted to give 
these members the chance to be able to chat to other 
members without having to leave the house and without 
children in tow so in September we launched our new 
Virtual Coffee Meet project! 

Based on the Random Coffee Trials we host in the office, 
we hope that the Virtual Coffee Meets will be a great way 
for members to make new friends from the SWAN UK 
community. Each month we will match members after 
which you will have a month to arrange your Virtual 
Coffee Meet at a time and via a method that suits you 
both. 

If you’re a SWAN UK member and you’d like to 
take part in the Virtual Coffee Meets please email 
mary.instone@undiagnosed.org.uk.

 VIRTUAL COFFEE MEETS

sasasassa

 BREAKING DOWN BARRIERS

We are one of ten organisations taking part in the 
Breaking Down Barriers project which aims to help 
patient organisations and support groups join together 
to share examples of best practice, develop new 
guidelines to highlight effective ways to support families 
at increased risk of having a child with a genetic disorder 
and address difficulties and inequalities experienced by 
families in accessing mainstream services. 

We are focusing on engaging with Asian families who 
have children with undiagnosed genetic conditions as 

we know that SWAN UK is not effectively supporting 
them. We have had our genetic information leaflets 
translated into Urdu and are planning to make an 
accompanying film. We will also be talking to parents to 
discuss their support needs. 

If you read Urdu and would be interested in 
reviewing our translations please email miriam.
ingram@undiagnosed.org.uk. To find out more 
about the project visit: breaking-down-barriers.
org.uk.

mailto:mary.instone%40undiagnosed.org.uk?subject=
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 OSCAR

My name is Tanya and my son Oscar is two years 
old. He loves being outside in the garden and the 
same routine every day. He is non-verbal but I 
know what he wants by his quirky gestures!
 
He has a funny personality and the cheekiest smile 
you’ll ever see! He is very loving towards me and his 
nanny and grandad. Oscar is very fussy with his food 
and will only drink from a certain cup! He will only use 
a particular plate for meal times and he becomes very 
anxious around busy places. He has on many occasions 
been known to get short of breath when walking. His 
lips and hands can go blue which then results in extra 
inhalers and careful monitoring.

Oscar’s biggest accomplishment so far has been 
learning to walk! There was a time we really 
thought he would crawl forever. 

He has hypermobility, low muscle tone and a hole in his 
heart (atrial septal defect, or ASD for short). He also has 
sleep apnoea, constipation and iron deficiency for which 
he’s just finished a three month course of medicine. He 
requires inhalers and medicine daily. He doesn’t like 
strangers, meeting anyone new, or playing alongside 
other children so he can get very frustrated.

Oscar has developmental delay. As he does not have 
any verbal communication, I have been trying to teach 
him sign language but he is yet to pick this up.  instead 
he uses his eyes or small gestures to say what he wants. 
Oscar likes his strict routine and does not cope with 
any changes! He has regressed in his development, for 
example, at around twelve months old he could say 
‘Mum’ and ‘Max’ (our dog) and then he lost all ability 
to speak after a week. He was able to do simple peg 
puzzles, but again has seemed to lose the ability. I 
realised that things were going to be different during a 
general health visitor review, but also when talking to 
friends who have children of similar ages.

Oscar does not grow at a normal rate. He is very small 
for his age and struggles to gain weight. He is always 
way below the growth charts for both. He follows a high- 
calorie diet and has taken milk supplements with high 
calories for around a year, but we are still not seeing 
good weight gain. Oscar has had a microarray test, he is 
having neurometabolic testing at the end of the month.  

We are waiting for some forms to join the 

100,000 Genomes Project. I hope that we can 
finally find out why he does not grow as other 
toddlers his age do and get an idea of what his 
future will be like. Will he ever talk? Will he 
always be tiny? Will he always regress and, if so, 
by how much?

Having an undiagnosed condition is frustrating, not 
just because of his health but also because of doctors 
who started to make me feel like I was being overly 
dramatic! They didn’t believe me when I had concerns or 
would brush them off constantly. I want to have a happy 
toddler and I have a lot of worry over the future. In the 
beginning I was sad, frustrated and scared. I still feel 

the same, but now I’m proud of the little hero my son is 
turning into.

Oscar in the garden

If Oscar had a diagnosis I could explain to people that 
he isn’t just an unhappy toddler. I could explain to his 
soon-to-be nursery that he has ‘X’ wrong and it affects 
him in this way. I could research what his future will be 
like. Without a diagnosis it’s challenging getting people 
to believe me, trying to explain to strangers how he feels 
and what he wants and getting people to understand 
this lonely journey. I’m terrified about the future!

The best thing on our journey so far has been 
finding out I wasn’t alone! 

I found out about SWAN UK when I was looking on 
Google about the 100,000 Genomes Project that Oscar’s 
genetics doctor had spoken to me about. As a new 
member of SWAN UK I hope to get in touch with other 
parents who feel just like me and get some support that I 
so badly need.

We are always looking for new family stories to share 
as they are a brilliant way to help raise awareness 
and reach out to new members. If you're interested in 
sharing your story email: info@undiagnosed.org.uk.

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


Introducing Claudia Beard. Claudia tells us what 
it was like to do her first talk to professionals at 
an event on the 100,000 Genomes Project hosted 
by Southern Health in partnership with Wessex 
Genomic Medicine Centre.

How did you get involved in talking at this event?
I am going through the induction process to join the 
SWAN UK team as a Parent Rep for Hampshire and I 
responded to a Facebook request on the SWAN UK 
Parent Rep Facebook group.
 
Have you ever done anything like this before?
No, never ... which made it interesting. It was my first 
activity as a soon-tob-be Parent Rep, but certainly won’t 
be the last.

Why did you want to take part? 
I wanted to share my story, remind the doctors and 
researchers that we appreciate all the work they do but 
also remind them to remember the patient behind the 
research.

How did you find talking about your personal 
experiences to an audience of professionals?
It was a lot easier than I thought. I wasn't teaching them 
anything, but simply telling my story as a mum of a 
special needs, undiagnosed child.
 
Is this the kind of activity you want to do more of 
in your role as a Parent Rep?
Yes, I would love to be involved in doing more of these 
talks. I think it is important that we, as parents of an 
undiagnosed child, work closely with the doctors and 
researchers to bridge the gap between the medical side 
and family.

What do you think professionals got out of your 
talk?
The truth of what it is like with a child that is 
undiagnosed – the hardships and the worry. 

I hope I have given them an understanding of what life is 
like in limbo in the hope that when they go back to their 
practices, hospitals or clinics they can think of a way to 
touch base with families like mine and make sure they 
have the contact details to pass on for SWAN UK.

How easy is it to do things like this when you 
have an undiagnosed child?
I am very lucky to have my mum living nearby and I 
can trust her completely to watch my children as she 
understands Trent.

Claudia and her son Trent

What advice would you give someone else who is 
thinking of doing something similar?
Just tell your story.  No one else in the world can tell it 
better than you.  

What does SWAN UK mean to you?
It is comforting to know that there is an organisation 
with others like me, that understand the lows as well 
as the highs of raising a child with an undiagnosed 
genetic condition. There is always someone to listen and 
completely understand where you are coming from. 

Not long after joining, SWAN UK sent Trent a beautiful 
bunch of balloons and a card that I still carry around 
with me – a card written not to me, but to Trent saying 
‘just a little something to let you know that all your 
friends at SWAN UK think you are brilliant.’ 

If you would like a member of our team to come 
and talk about the support that SWAN UK offers 
and what it means to have an undiagnosed 
genetic condition please email: info@
undiagnosed.org.uk

 100,000 GENOMES 

8

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


9

  WHAT DOES CONSENT MEAN? 
Hi, I'm Tina Nesbitt, Parent Rep for the North 
West. I recently attended an event in Manchester 
about consent as it relates to genomic medicine 
and the 100,000 Genomes Project. 

On 11 September I attended a very interesting event 
in Manchester called ‘what does consent mean for 
Generation Genome?’ It all came about because of the   
‘Generation Genome’ report, published in July 2017, 
from the UK’s Chief Medical Officer which calls for ‘a 
short, simple, understandable and workable consent 
process for patients to choose how confidential genomic 
data about them is used’.  

Another report from the UK’s national data guardian 
says that work is needed ‘to explore how the consent 
process might cover both direct and indirect care 
purposes as genetic and genomic medicine become a 
more routine part of care for a greater number of NHS 
patients from 2018’. There were a number of experts 
talking about consent including our very own SWAN UK 
member Jillian Hastings Ward, who is also the chair of 
the Patient Participation Panel for the 100,000 Genomes 
Project.

The event saw our experts discuss contrasting 
perspectives of consent and whether it is possible to 
ensure that the process is thorough, meaningful and 
leaves the patient well informed without becoming so 
detailed and onerous that it results in disproportionate 
burdens or impediments – for patients, clinicians and 
researchers alike. 

If you have been enrolled in the 100,000 Genomes 
Project or the DDD (Deciphering Developmental 
Disorders) Study, you may remember the extraordinary 
amount of information that your genetic counsellor took 
you through, and that you ‘must’ agree to the sharing 
of your, albeit anonymised, data in order to take full 
advantage of the results and findings of the study. 

So was this consent a ‘free choice’ if you had to 
agree for your data to be available for others to 
use? 

The expectation is that any data obtained from future 
genomic studies will be subjected to the same terms and 
conditions as in previous studies such as the DDD and 
100,000 Genomes Project. 

But, what are the rules, regulations, standards and laws 

that govern consent, in the UK and internationally? How 
would they apply in cases of cross-border treatment, 
or cross-border research collaboration? What legal, 
technical and professional assurances can be given 
about the security and uses of genomic data? Where 
can the public seek reliable advice on the matter, and to 
whom can they report any concerns or complaints about 
the use of their data? 

Do we need to rethink the way consent relates to 
individuals and families? 

100,000 Genomes Project event in Manchester

Our genetic data may have implications for our 
blood relatives and vice versa. It is already the case 
in genomics that treatment and research can mean 
involving family members and seeking their consent, 
but it is also technically possible to infer some facts 
about our relatives from our genetic data without their 
knowledge or consent. 

Even though the likes of Professor Anneke Lucassen, an 
expert in clinical ethics and Professor Sue Hill, Chief 
Scientific Officer at NHS England were involved in the 
debate, I think that there were more questions raised 
than answered. 

Certainly there will be more debates on the topic 
especially when the media takes hold of it so be ready 
to give your learned opinions as parents of children with 
genetic conditions!

Email Tina: northwest@undiagnosed.org.
uk. Find out more about Tina and our Parent 
Reps by visiting the team page on our website: 
undiagnosed.org.uk/our-team
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Sophie Parker had her hair cut to support her 
cousin Jake, who has an undiagnosed genetic 
condition, and raise funds for SWAN UK. Here she 
tells us why she decided to do this.

I was cutting my hair off for the Little Princess Trust 
for it to be made into a wig for children less fortunate 
and decided that I wanted to raise money for SWAN UK 
because I have seen what they have done for Jake and 
I wanted to help. SWAN UK means lots to me because 
I like the way they help families and they are very kind 
when they send get well soon balloons when Jake and 
other children have been through a tough time.

Jake is eleven. We are very close and he is very funny 
and brave as he goes through lots and I don't like it 
when he gets ill or has to go to hospital so many times. 
He is always kind and smiles all the time. And he gives 
me the best cuddles every time I see him.

Jake holding up Sophie's hair that she had cut off

Sophie's mum says: 'Sophie has struggles herself as she 
has dyslexia, Irlens and APD, but she don't let this get to 
her and always things of others before herself and try's 
her best in everything she does.'

Did someone say cake and chocolate?
This month is dedicated to two of our favourite things, 
baking and chocolate! October marks National Baking 
Week but we love cake so much we thought why not 
extend it for the whole month? 

Our fabulous friends at Goodstuff will be holding their 
very own Great British Bake Off Tea Party on 31 October 
2017. They’ll be presenting their showstopper cakes to 
an esteemed panel of judges and we can’t wait to taste 
them all! Why not follow their lead and see if you can 
arrange your own Great British Bake Off Tea Party?  Get 

in touch with your child's school and see if they will hold 
a bake sale to help raise money for SWAN UK? Perhaps 
you want to hold one at your workplace? We’ve got 
leaflets, balloons, cake toppers and collection tins to 
help you get started.

Georgie at a previous Goodstuff Bake Off

Chocolate Week 9 – 15 October
How many of you have been caught with your hands 
in the chocolate jar when you’re not supposed to? For 
those of you nodding you heads, here is a week just 
for you - how can you combine your love of chocolate 
with raising funds for SWAN UK? If you’re feeling brave, 
maybe you want to turn the week on its head and take 
part in a sponsored no-chocolate week?

Are we allowed to mention Christmas yet?
The Do it for Charity Santa Run is currently London’s 
largest Santa Run. The run will take place on Sunday 3 
December with over 4,000 Santas expected to take part. 
All you need to do is raise a minimum of £150 and pay a 
£25 registration fee. 

Included is a free Santa costume (white beard included 
so there’s no need for you to grow your own!) or if Santa 
isn't your thing perhaps you could go dressed as an elf, 
reindeer, snowman or even a Mrs Clause – be as creative 
as you want!

You can choose between a 5k or 10k – once around for 
the 5k route or twice around for the 10k route. Keep an 
eye out along the way for carol singers, Christmas 

– themed characters and free mince pies! 
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Fundraising shout-out!
We’d like to give a massive shout out to all the SWAN 
UK members who took part in Parrallel London: Vaila, 
Ewan, EJ and EW for taking part in the super sensory 
1k, Stephanie, Scarlett and Barry for taking part in the 
5k and super sensory 1k and Claire, Rowan, Ayden, 
Cameron and Tony who took part in the 5k and 1k. 

SWAN UK families with their Parallel London medals

If you would like to take part in next year's 
Parallel London or in another challenge event to 
raise funds for SWAN UK please get in touch with 
us by emailing fundraising@undiagnosed.org.uk. 

We also like to thank Kat Allen who recently took part 
in the Big Fun Run in Birmingham and Lucy Squire who 
took part in the Superhero Walk with Max, Tyler, Freya, 
Edward and Elizabeth.

Special thanks and congratulations go to Wendy and 
Mark who raised money for SWAN UK during their 
wedding day!

Lastly, but definitely not least, we’d like to give a massive 
shout-out to SWAN UK member Jesse Burrows who is 
taking part in various fundraising events until the end of 
2018! 

So far he’s already taken part in Tough Mudder, Cardiff 
10K and Half Marathon and Great Bristol Half Marathon 
to name just a few. This year, Jesse is also set to take 
part in the Great South Run on 22 October and on 
11 November he’s set himself the challenge of the 
Endurancelife Coastal Trail in Gower.  To end the year 
on 2 December he will also be taking part in another 
Endurancelife Coastal Trail in Dorset!

You can show Jesse your support by checking out 
his fundraising page here: uk.virginmoneygiving.
com/JesseBurrows.

`
       GET INVOLVED ONLINE

Twitter
Follow us at twitter.com/SWAN_UK

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

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

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

Instagram
Visit our Instagram account 
instagram.com/swanchildrenuk

Ask your friends, family and 
colleagues to follow our social media 
accounts. It’s a great way for them 
to understand more about what 
life is like raising a child with an 
undiagnosed genetic condition.

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

mailto:fundraising%40undiagnosed.org.uk?subject=
http://uk.virginmoneygiving.com/JesseBurrows
http://uk.virginmoneygiving.com/JesseBurrows
http://twitter.com/SWAN_UK
https://www.facebook.com/SWANchildrenUK
http://youtube.com/user/SWANchildrenUK
http://instagram.com/swanchildrenuk
mailto:%20info%40undiagnosed.org.uk?subject=
http://undiagnosed.org.uk/contact-us


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 effec-
tively 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

SWANchildrenUK

SWAN_UK

SWANchildrenUK

SWANchildrenUK

mailto: info@undiagnosed.org.uk
http://undiagnosed.org.uk

