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We’re still trying to catch our breath after 
celebrating Undiagnosed Children’s Day on Friday 28 
April! Social media was abuzz and we had members 
and organisations getting involved on and offline. 
Since our last newsletter we have recruited over 90 
new families many of whom joined as a result of 
our Undiagnosed Children’s Day activities. Find out 
more about the day on page 8.

New leaflets about genetics
Have you seen the updated leaflets in the support 
centre on our website? We’ve been working hard 
over the last few months to update our information 
leaflets which cover subjects like what happens at a 
genetics appointment and the difference between 
exome and genome sequencing.

As well as being able to view them online you can 
download and print your own A4 hard copies. 
We have also started translating them into other 
languages and we hope that this will help us to 
reach out to more families affected by undiagnosed 
genetic conditions. We are grateful to the SWAN 
UK members and professionals who have given their 
time to help review these. 
 
Check out the leaflets here: undiagnosed.org.uk/
support-information.

By handing out these leaflets to professionals, 
organisations, venues or to families, you can help us 
recruit new members. Find out more about how you 
can help us reach more families by checking out our 
recruiter pack: bit.ly/swanukrecruiterpack
 
Remember, we’re aiming to double our membership 
this year!

Dylan and his dad at Kidz to Adultz South in Reading

Upcoming events
Thames Valley Adventure Playground

Bubble release at TVAP in August 2015

We are hiring out the whole venue for SWAN UK 
families on Monday 7 August. We'll have face 
painting, balloons, animals, virtual reality and 
Tomcat trikes will hopefully be joining us again.

SWAN UK Day Trips
Chester Zoo, Chester: 3 August
Cotswold Wildlife Park, Burford: 10 August
Longleat Safari Park, Wiltshire: 17 September

SWAN UK Stay and Plays
Hop, Skip, Jump, Bristol: 27 August, 29 October,.
Warrington Sensory Centre: 17 August, 21 October.
Worcester Snoezelen: 19 August, 21 October.
Swings and Smiles, Berkshire: 8 July, 9 September.
Kiddie Winx, Rotherham: 27 August.

SWAN UK Coffee Meets
Warwick: 21 July, 13 October
Leamington: 6 September, 22 November 
Liverpool: 29 July
Lancaster: 19 September
Manchester: 25 November
 
SWAN UK Stands
Birmingham Children’s Hospital Summer Party, 
Uffculme Centre, Birmingham, 22 July
Kidz Scotland, Edinburgh, 14 September
 
Remember if you’re a member of SWAN UK you 
can find out about our events in our Facebook 
groups, our E-news, and on our website: 
undiagnosed.org.uk/news-events. If you’re not 
on Facebook please email info@undiagnosed.org.
uk.

SWAN UK UPDATE
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Hi, I am Anna, the Roald Dahl SWAN 
Clinical Nurse Specialist at Great 
Ormond Street Hospital (GOSH).

Anna, the UK’s first clinical nurse specialist for undiagnosed genetic 

conditions 

What does your role involve?
I have been in my role at GOSH for just over a year. 
I support children and young adults who have an 
undiagnosed genetic condition, as well as their 
families. I meet up with my patients when they are 
at GOSH to catch up and see how they are doing. I 
attend outpatient appointments with families if they 
are feeling anxious about particular appointments 
or just find it helpful to have someone to talk 
about the appointment with afterwards. My role 
is quite varied depending on families’ individual 
needs but the main support I offer includes: being 
a point of call, emotional support, coordination 
of care (often under so many teams just at GOSH 
alone), advocating, to be a link between GOSH and 
their local teams, to be a source of information and 
practical support and to signpost to other services. 
  
What do you like best about your role?
I now support 54 families and enjoy spending time 
getting to know the children and young adults 
and their families, and supporting them with their 
individual needs. Each SWAN child’s group of 
conditions are so unique 
 
Do you work with people from many other 
departments as part of your role?
I work across the whole hospital as the children and 
young people are seen by multiple teams so I try 
to coordinate their care where possible and liaise 
with the different teams involved. I am based in the 

clinical genetics team though as they see so many 
SWAN patients and are trying to find a diagnosis 
with the latest research. 
 
What attracted you to the role?
The uniqueness of the role (this is the first clinical 
nurse specialist role for undiagnosed children in 
the UK) and how it felt like a role I could bring my 
experience of being a clinical nurse specialist (CNS) 
in a speciality setting, seeing what amazing support 
they get and using this to help set up something 
similar for patients who are not under one team.
 
What were you doing before this? 
I was a children’s cancer nurse specialist for seven 
years, palliative care CNS and before that I mainly 
worked as a ward nurse on a children’s cancer 
ward and teenage cancer unit. I have always liked 
running and setting up support groups for children, 
adolescents, parents and staff to get together with 
their peers. You learn so much from hearing first-
hand how it feels to have a particular condition or 
what it is like being in hospital. It gives me a better 
understanding and enables me to empathise more.
 
How does it feel to be in a role that is the first of 
its kind (focusing on undiagnosed children)?
It’s exciting and a privilege to be the first SWAN 
CNS. It’s a challenge and a steep learning curve as 
I am in a new speciality and have to get to know 
virtually the whole hospital as every patient is under 
so many different teams. I have already learnt so 
much from the patients and families about the 
support they would like and need as well as how it 
feels to have a child with an undiagnosed condition.
 
How does someone get to see you? Do they 
already have to be a patient at GOSH?
They would need to be referred by one of their 
professionals to me by email or letter. They need to 
be under multiple teams at GOSH. 

When you're not at work what do you enjoy?
Meeting up with friends and family, shopping, 
baking, going for a run and growing plants on my 
balcony.

What can't you live without?
Dark chocolate and my note pad I use for work!

Read the full interview with Anna here: bit.ly/
roalddahlswannurse.
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PARENT REP ROUND UP

Hi, I’m Claire Walton, the SWAN UK 
Parent Rep for Northampton. My fel-
low Parent Reps and I have been work-
ing hard towards our goal of doubling 
our membership this year – the only 
way to do this is by getting out and 
being visible (luckily the pink is pretty 
‘in your face’!)
 
Coffee meets are becoming a staple in some of 
the SWAN UK volunteer Parent Reps’ calendars. 
There is no pressure, no agenda, just a chance to 
socialise with people who understand and enjoy 
a free coffee! It’s not always Parent Reps who are 
organising these though so if you’d like to arrange 
one in an area that doesn’t have a Parent Rep just 
let Lauren, Mary or Miriam know, and we can get 
you sorted out! There will be new ones popping up 
soon in Plymouth, Gloucester and Bath, along with 
another one for Northampton – exciting times!
 
Stay and Play sessions are also becoming well-
attended events. They are an opportunity for the 
entire family to play, have fun and create smiles and 
giggles. There are lots of these across the country 
now, with more being investigated all the time. 
You can find them in Newcastle (where the most 
recent one had the best turnout so far!), Bristol, 
Rotherham, Warrington, Worcester and Thatcham, 
and there will be more locations added soon! We 
are also starting to plan trips for the summer 
holidays so keep an eye out in your E-News for 
more details!

SWAN UK stands at information events and hospital 
departments are becoming more frequent. These 
are a great way to raise awareness of undiagnosed 
genetic conditions and the support SWAN UK 
can offer to families. Aimee Mann, Parent Rep for 
Warwickshire, did a stand at the SENDIASS Better 
Together Event,  Helen Dennehy, Parent Rep for 
Nottingham, has been particulary busy attending
Kidz to Adultz South in Reading, the RCPCH 
conference with Kat Allen, Parent Rep for Walsall, 
and coming along with me to the Northampton 
SENDsation event.
 
This month we have seen an increase in 
professionals asking for a talk or presentation 
around SWAN UK, who we are, what we do, who 

we support, and more information around being 
undiagnosed.  This is a fantastic opportunity to raise 
awareness among the professionals you come into 
contact with, and a great way to ask them to refer 
members to SWAN UK.  Jo Burt, Parent Rep for East 
Midlands, attended one of these in Leicestershire, 
to talk to their Disabled Children’s Team. Louise 
James, Parent Rep for the South West went to talk 
to a local carers group, and I attended Bedfordshire 
Wheelchair Services.  Louise has also been in 
contact with BBC Health and Education to try and 
get some more media coverage!

Some of us have also been linking in with the wider 
work of Genetic Alliance UK, the charity that runs 
SWAN UK. Louise and Marie Pritchard, Parent Rep 
for Sussex, attended a Genome Editing Workshop 
run by Genetic Alliance UK and the Wellcome Trust 
and  I also attended the Rare Disease UK AGM.  It 
was hugely informative, and really gives perspective 
on the way SWAN UK fits into the wider work of 
Genetic Alliance UK. One of my key take away 
moments was about the Pledge for Patients (read 
more about the Pledge for Patients on p11)!

If you enjoy reading about the activities my 
fellow Parent Reps and I undertake why not join 
our team?

 

The SWAN UK Parent Reps at training workshop, February 2017.

‘Being a Parent Rep has given me an opportunity 
to just be me – not Mummy, not a parent carer, 
not a PA, but a valued person again, making real 
changes so other undiagnosed families don't have 
to struggle as much as we did.’

We’ll be starting the next induction round in 
September 2017 and would love you to get 
involved! For more information email Lauren: 
lauren.roberts@undiagnosed.org.uk.
 
Email Claire: northampton@undiagnosed.org.uk.
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The hidden costs of living with
an undiagnosed genetic condition
Err … hi! I’m Paul. Someone at SWAN 
UK towers noticed I was a) a gobby 
scouser and b) a Dad and talked me 
into doing a roundup of what’s going 
on in the SWAN UK online groups – so 
assuming I’m not rubbish at it you’re 
stuck with me!

So … in the main group: It seems like this week 
the swans have been stage diving with Little Mix 
(clunk): Jackie and Codie and others have been and 
had their minds blown – there are fab photos of 
them too!
 
Talking of showbiz, this leads us neatly to Family 
Booth and their crazy showbiz mates. I was gonna 
mention them because Sharon and Daisy are still 
stuck in hospital but Matilda said: ‘don’t mention 
that without saying they’re going to see Simon 
Cowell (clunk)* again at the next set of Britain’s Got 
Talent shows!’
 
There has been a bit of tech chat on the boards, with 
one swan who no one thought would talk coming on 
in great strides and spelling with ‘Grid Pro’. There is 
also Emma Murphy’s swan who is utilising a VNS kit, 
which seems like crazy science fiction stuff to me 
but it’s helping to relieve seizures which is a massive 
deal for lots of swans.
 

New intros from Hayley Allen and Evie as well as 
Gina Barr – welcome to the swaniverse! And in other 
new intros there has been a new set of teachers for 
this half-term. There was an interesting photo of the 
new classroom line-up, including George Clooney 
teaching history and Thor teaching maths, from one 
swan mum, mentioning no names. Perhaps she’s 
hoping for a new influx of hunky Dads in the Dads’ 
Facebook group? Sadly they’re stuck with me.
 
Oh wait, news from the Dads’ Facebook group: 
‘wsshhhh … wsshhhh … shhhoooww … hisshhh 
…’ Seriously though: hi out there dads. S.O.S. I’m 
outnumbered, send help. If you want to join the 
Dads’ SWAN UK Facebook group email info@
undiagnosed.org.uk. 
 
Last but not least, the epic SWAN UK Bloggers 
group in which Valia Morrison of The Inclusive 
Home (theinclusivehome.co.uk) talks about how 
it doesn’t feel like the 21st century when a brand 
new station can open up without adult accessible 
toilets.  Rachel George of Ordinary Hopes 
(ordinaryhopes.com) asks why just because Daleks 
can do stairs, is it ok for a brand new toyshop not 
to be accessible? And Definitely Not the Waltons 
(definitelynotthewaltons.com) talks eloquently and 
honestly about coping with being swan parents and 
being a work in progress.
 
Find these fantastic bloggers and more over at: 
undiagnosed.org.uk/our-team.
 
Sorry if you didn’t get a mention this time, I’ll try 
and vary victims! Love, sleep and coffee x
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COB’S CORNER

Hi, I’m Lauren, the National Coordinator of 
SWAN UK and the Director of Support for 
Genetic Alliance UK (the charity that runs 
SWAN UK). 

Earlier this year I went to Barcelona with Nick 
Meade, Director of Policy at Genetic Alliance UK, 
to meet with other organisations from accross 
Europe who are also working with, or want to 
start supporting, families affected by undiagnosed 
genetic conditions. 
 
More than 65,000 children are born in Europe each 
year with a syndrome without a name – a genetic 
condition so rare that it is often impossible to 
diagnose. 

With groups from Spain, the Netherlands, Italy and 
France attending along with representatives from 
EURORDIS – Rare Diseases Europe – we spent two 
days discussing the issues faced by families in our 
respective nations and discovered many similarities.
Children and young people affected by syndromes 
without a name are impossible to track in European 
healthcare systems and governments do not keep 
records of people who have not been given a 
confirmed diagnosis which means they can have 
difficulties accessing appropriate healthcare and 
support.

At the end of the meetings we decided we would 
form an informal coalition to share good practice 
and decided on a series of aims to empower families 
affected by syndromes without a name. 

Find out more about SWAN Europe on our 
website: bit.ly/swaneurope.

SWAN EUROPESWAN EUROPE
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In June we headed down to Bristol for 
our first information event of the year. 

Hosted in partnership with the West of Englad NHS 
Genomic Medicine Centre (GMC) and the Clinical 
Genetics Department at University Hospitals Bristol, 
we had a series of talks exploring undiagnosed 
genetic conditions including why some children 
remain undiagnosed, why genetic testing takes so 
long and the role of the genetic counsellor. 

‘Fascinating to hear what happens behind the 
scenes and why results can take so long. Also 
good to see geneticists outside of appointments 
to understand that they too are human and seem 
to struggle with the ultra-rare answers that are 
now coming back from research projects.’

We also heard updates on the Deciphering 
Developmental Disorders (DDD) study and the 
100,000 Genomes Project, and SWAN UK members 
Louise James and Jillian Hastings-Ward talked about 
their involvement in 100,000 Genomes Project – 
Louise is the public contributor for the Rare Disease 
Oversight Group at the West of England GMC and 
Jillian Hastings-Ward is Vice Chair of the Participant 
Panel for the 100,000 Genomes Project.

The star of the day was SWAN UK member Sue 
Burrows who opened the event by talking about 
her experiences with her daughter Ella who is still 
undiagnosed.   

Attended by a mix of existing members and newbies, 
the event gave parents and professionals a chance 

SWAN UK member Sue Burrows talking about her daughter Ella

to talk away from the usual appointments and 
understand why obtaining a diagnosis can take so 
long.  Attendees also felt it was a good chance for 
parents to share how difficult it can be accessing 
services.

‘The professionals listened and took everyone in 
the room seriously, making everyone feel listened 
to. Often parents are fighting for everything so 
it was refreshing to be in an environment where 
everyone wanted the same thing and no fight was 
involved.’

We are currently in the process of planning more 
information events around the UK. The next event 
will take place in Nottingham on 20 September 2017. 
We also hope to host similiar events in Cardiff and 
south London in the autumn. 

For more information, or if you’d like to help try 
and organise an info event near you please email: 
info@undiagnosed.org.uk 

BRISTOL INFO EVENT

Speakers and Genetic Alliance UK (the charity that runs SWAN UK) staff at the Bristol Info Event
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Hermione was born at 38 weeks by caesarean 
section. The pregnancy had been straightforward 
up until 34 weeks when I got diagnosed with 
gestational diabetes.
 
Hermione was born in the summer of 2007 at 8lbs 
13oz. She was very floppy and blue when she was 
born and was taken more or less straight up to 
SCBU for monitoring and feeding. She was up there 
for 48 hours. She failed her newborn hearing test at 
three days old but I wasn’t too concerned. She used 
to cry a lot and was a nightmare to take out. I just 
thought I had a miserable baby as my other two had 
been so easy; I thought it was payback.
 
It wasn’t until she was four months old that my 
health visitor suggested I go to a first-time mum’s 
group. By coincidence, the day I decided to go my 
health visitor was there. Hermione was doing her 
usual screaming so she asked if she could hold 
her so I could have a cuppa. However, the health 
visitor asked me if I thought her head was floppy 
for her age. I of course said no, not really. She was 
concerned so decided to get me an emergency 
appointment with the doctor (never did finish the 
cuppa). Next minute I was at the doctor’s surgery 
with her where the doctor took a look at her and 
decided she was definitely too floppy for her age 
and referred her to the hospital. I arrived home in 
tears and of course started Googling floppy head ... 
bad idea.
 
Of course over the months that followed whilst 
waiting for a hospital appointment, my husband 
and I hit rock bottom. We went into hibernation 
with worry about our beautiful baby girl. The 
appointment finally came through when she was six 
months old. They had to take blood samples from 
us all and Hermione was prodded and poked. We 
were asked a lot of questions regarding feeding, 
play, babbling etc. Obviously she wasn’t doing any of 
these things. It took her two hours to drink 4ozs of 
milk, she couldn't hold a rattle and didn’t make any 
sounds.
 
She had numerous MRI scans all of which came 
back normal. All blood tests showed nothing. We 
felt as if we lived at the hospital. 

It felt as if we were seeing every department 
in existence. I had never seen so much of 
Northampton General Hospital before. No one could 

tell us anything as everything was coming back 
normal. Over the years Hermione has had so many 
appointments and general anaesthetics. 

We were put onto the Deciphering 
Developmental Disorders (DDD) Study and three 
years later in August 2015, we had a letter from 
the geneticist saying something had been found.

Hermione has a mutation on chromosome six. She 
was the fourth person in the world to be diagnosed 
with PPP2R5D E198K. There is no information at all 
so we are complete guinea pigs. There are now 31 
children who have been found with this throughout 
the world.
 
Looking back and knowing what I know now, there 
was so many signs that everything was not as it 
should be, from feeding, crying and not smiling to 
not being able to hold a rattle. All we were told was 
that she had hypotonia, hearing loss, nystagmus, 
global developmental delay and severe learning 
difficulties.

 

Hermoine at a SWAN UK Funday

We were told she would never do anything. She 
walked at five years old and sat independently at 
three years old. She is still completely non verbal.
She is such a happy and loving little girl. 

She does have a temper and can have meltdowns 
which I think is frustration due to lack of 
communication. She loves school and has lots of 
friends, especially boys. Life with Hermione can 
be very tiring as she doesn’t sleep well and needs 
24/7 care with everyday life. We are permanently 
shattered but have forgotten what life was like 
before we had our lovely little swan.

We are always looking for stories to share on our 
website and newsletters and for press volunteers 
to help raise awareness. If you’re interested in  
sharing your story please get in touch.
Email: info@undiagnosed.org.uk.
 

HERMIONE
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This year we were once again 
overwhelmed with all the support we 
got from members, organisations and 
further afield.

‘Happy Undiagnosed Children’s Day you 
wonderful lot. Thank you for finally making 
me feel so much less alone in the world of the 
unknown. I don't post all that much but knowing 
I have you guys is a huge comfort to me and I am 
extra thankful to all the lovely staff who work so 
hard for us too.’

SWAN UK members and professionals took over our 
Twitter account to share their experiences and help 
spread the word about SWAN UK and undiagnosed 
genetic conditions. 
 
Check out what happened here: storify.com/
swanukstorify/undiagnosed-children-s-day

In April many people took part in our Instagram 
challenge. We had a brilliant response from people 
sharing their photos to help us raise awareness of 
the support that SWAN UK offers to families of 
children with undiagnosed genetic conditions. It was 
also lots of fun and we thoroughly enjoyed seeing 
all your snaps. 

If you’re not already following us on Instagram 
please visit: instagram.com/swanchildrenuk.

You can also follow our Facebook page: facebook.
com/SWANchildrenUK.

Our video, featuring SWAN UK’s Rowan, for 
Undiagnosed Children’s Day has had 22,000 
views! If you missed it or want to share it visit our 
Facebook page and click ‘videos’. 

Finley Green and his dad, Jamie at the SWAN UK Undiagnosed Children's 

Day Trip to Flamingo Land

Family day out at Flamingoland

SWAN UK Info Stand at Alder Hey Children’s Hospital for Undiagnosed 
Children’s Day

SWAN UK members appeared across the UK 
manning stands to raise awareness on Undiagnosed
Children’s Day. These included Alder Hey Children’s 
Hospital, Bristol, Birmingham Children’s Hospital, 
and Nottingham’s King’s Mill Hospital.

SWAN UK and families appeared in print across a 
wide range of publications from national magazines 
such as Enable Magazine and Possibility Magazine, 
online on Mumnest and Huffington Post, in local 
papers and even in the i newspaper!

Parent Rep Fiona Boyd and her daughter Donna at Flamingo Land

We also had a huge amount of help from our friends 
at GoodStuff who once again helped us get adverts 
in several papers including the FT and the Evening 
Standard. This has really helped us reach out to 
more families who need our support as well as 
making more people aware of SWAN UK and what 
it means to be affected by an undiagnosed genetic 
condition.

UNDIAGNOSED CHILDREN’S DAY
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FUNDRAISING NEWS

9

A massive thank you to our brilliant 
fundraisers!

This year saw our very own Michael Dimelow run 
the London Marathon alongside Natasha Supple. 
Both of them raised an amazing amount and we 
can’t thank them enough. 

Gary Johnson took part in a sponsored Tour of the 
Peaks and Andrew Cushing in his first ever triathlon. 

Andrew Cushing after his triathlon for SWAN UK

The most popular event this year has been a 
danceathon: Spardha Kumar from St George’s 
University organised a 12-hour non-stop danceathon 
which saw a huge turnout while Rachel Tomlinson 
joined forces with daughter Izzy and Louise Clarkson 
School of Dance and held their own danceathon. 

We’d like to also give a massive shout out to Dilan 
Lee and the rest of the University of Sheffield 
Fencing Team for running the Yorkshire half 
marathon, Susan and Theo who took part in a 
sponsored walk, Jenny Hinde who ran a local 10k in 
her area, Tinka and Edel held a bake sale, Gosport 
on Lodge, Partnership for Learning Charity, Brookes 
Cambridge School, St Ambrose Barlow Catholic 
Primary School and Kenton School for supporting 
us on the day and not forgetting everyone who sent 
one-off donations!

Last but definitely not least, we’d also like to say 
a special thank you to Richard Dall who is taking 
part in various fundraising events throughout 
the year for SWAN UK – so far he has taken part 
in a fundraiser through his fitness classes and 
completed a 21-mile kayak around Lake Windermere. 

Later on in the year he will be climbing Snowdon 
and completing the Paras10 in September!

What next?
Undiagnosed Children’s Day may be over but it’s 
not too late to show your support. There are still 
so many ways you can get involved. Have a look 
below at some exciting fundraising activities that 
are coming up over the next couple of months:

Parrallel London
Take part in Parallel London on 3 September 2017 
with six other SWAN UK families. Parallel London 
is a fully accessible fun run for everyone to enjoy. 
There’s a 10km, 5km, 1km, 100m and the Super 
Sensory 1k. parallellondon.com

Bowling Day 
This is on 8 August so why not get a group 
together and take part in a sponsored bowling 
competition?

Tea anyone?
It’s Afternoon Tea Week from 14-20 August so 
why not host your own tea party? Don’t forget 
to get in touch for your SWAN UK cake toppers! 
Check out our blog post for more information: bit.
ly/teaforswanuk

Text to donate
You can still make a donation by texting SWAN11 
£3 (or any amount upto £10) to 70070.

Donate online or by post
For larger donations you can use our Virgin 
Money Giving page or send a cheque payable to 
SWAN UK.  

If you're thinking of fundraising for us then 
drop us a line at: fundraising@undiagnosed.
org.uk or check out our website for more ideas, 
toptips and  and information. 

http://parallellondon.com
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Name: ANDREW CUSHING      
Job: SALES DIRECTOR – BUILDERS’ MERCHANT
 
What challenge did you undertake for SWAN UK?
My first ever triathlon – a ‘sprint’ triathlon in 
Stratford-upon-Avon
 
Can you tell us a bit about yourself?
I grew up in Walsall, went to University in Bradford 
and spent several years working in London. I then 
had a brief spell travelling around the world, mainly 
Australia, after which I returned to the Midlands 
to work in the construction sector. I love sport but 
wasn’t making much time to participate anymore 
because of family and work commitments.

Tell us about your family:
I live in Ravensthorpe, Northamptonshire, with my 
beautiful family. I am very happily married to 
my wife Becky; we have been married for 12 years. 
We have two daughters: Elise (eight years old in 
June, who loves princesses, horses and reading) 

and Caitlin (four and a half years old and our little 
swan). Caitlin has now been diagnosed with a rare 
genetic condition called KIF1A which causes global 
developmental delay. She is funny, loves singing and 
watching Peppa Pig. Her behaviour is challenging 
and physically it’s hard for us – but we are getting 
lots of support to help with her development.

What made you decide to do this challenge? 
I wasn’t doing enough sport and needed this 
challenge to motivate me to get out and exercise 
more. Being fit and healthy is important to help me 
cope with the challenges and pressures of work and 
family.

Had you done anything like this before?
I did the London Marathon but that was over 
10 years ago, so it was about time I had a new 
challenge!

ANDREW CUSHING RAISES OVER
£2,600 FOR SWAN UK 

 SWAN UK member and fundraiser Andrew Cushing with his wife Becky, and daughters Elise and Caitlin.



What got you through the training? Did you have 
a secret weapon?
It was tough, especially in the winter months, but 
the advantage of the triathlon is the different 
disciplines so variety is good in keeping it 
interesting. I am now very motivated by the 
realisation that I have to take care of my own health 
and wellbeing if I am going to be able to take care 
of my family. Fortunately they have also been very 
supportive in giving me the time to train.

How long have you been a member of SWAN UK?  
My wife Becky found out about SWAN UK last year 
and has really appreciated the support and advice 
from other members. When we first joined, SWAN 
UK sent some balloons which we thought was a 
lovely gesture.

Why did you decide to fundraise for SWAN UK?  
We recently went on the Peppa Pig World trip 
organised by SWAN UK and had a great day out 

– the girls loved it. Then I watched the London 
Marathon and was inspired by people doing this 
extraordinary challenge for a variety of brilliant 
charities. So it seemed like a great idea to do 
something for SWAN UK which is obviously not well 
known by lots of people. So far we have raised over 
£2,600 which we are really proud of.
 
What does SWAN UK mean to you?
SWAN UK has provided good support for our family 
and we appreciate how challenging it is for families 
of children with undiagnosed conditions. So it 
means a lot to know that you are not alone and 
can share your experiences with other people who 
understand.
 
How do you feel about doing something similar in 
the future?
Well I have tried to tap up everyone I know this time 
around and have been amazed at how supportive 
people have been. So I might have to leave it a while 
before I can ask them to contribute again, but yes at 
some point in the future I would do it again.

What would you say to encourage someone else 
to do something similar to support SWAN UK?
It was one of the most rewarding things I have 
done. The feel-good factor of family, friends and 
colleagues being so generous has been really heart-
warming. The most consistent comment was ‘it’s 
such a good cause’ so I can’t recommend this highly 
enough. When times are tough, to have a moment 
like this when we kept checking the JustGiving 
page and seeing the total going up was amazingly 
rewarding. I hope it makes a difference to SWAN 
UK!

PLEDGE FOR 
PATIENTS
Leading up to the General Election 
Genetic Alliance UK (the charity 
that runs SWAN UK) re-launched 
Pledge for Patients, a campaign 
to help ensure that those who 
were elected would support 
patients and families affected by 
rare, genetic and undiagnosed 
conditions once in office.

SWAN UK members were asked 
to write to their local prospective 
parliamentary candidates and 
ask them to sign the following 
pledges:

– enhance access to appropriate 
care and treatment
– improve the pathways to an 
accurate diagnosis
– foster research and innovation 
to deliver new cures and 
treatments
– ensure that Britain remains a 
key player in international health 
collaborations

Of the 170 prospective 
parliamentary candidates that 
backed the pledge from ten 
different political parties based 
across the UK 40 were elected to 
Parliament. 

We are delighted to have the 
support of these MPs, and look 
forward to working with them as 
well as our existing supporters 
in both Houses in the coming 
year to help re-establish the All 
Party Parliamentary Group on 
Rare, Genetic and Undiagnosed 
Conditions.
 
To see who signed up visit: 
bit.ly/pledgeforpatients

mailto:
http://bit.ly/pledgeforpatients


SWAN UK (syndromes without a name) is a support 
network run by Genetic Alliance UK offering 
information and support to families of children and 
young adults with undiagnosed genetic conditions.

Genetic Alliance UK is the national 
charity working to improve the lives 
of patients and families affected by

   all types of genetic conditions. We 
  are an alliance of over 180 patient   
  organisations.

Rare Disease UK is a multi-stakeholder 
campaign run by Genetic Alliance 
UK, working with the rare disease 
community and the UK’s health 
departments to effectively implement 
the UK Strategy for Rare Diseases.

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

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

SWANchildrenUK

SWAN_UK

SWANchildrenUK

SWANchildrenUK

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

