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Quarterly Newsletter

SWAN UK UPDATE
Happy New Year and welcome to our first
newsletter of 2018!

Undiagnosed Children’s Day, 27 April 2018

We will be celebrating Undiagnosed Children’s Day
on Friday 27 April. Undiagnosed Children’s Day is a
nationwide event that happens on the last Friday
We are delighted to be welcoming several new Parent
of every April, where we increase awareness of
Reps to our team this year. We also have some new
undiagnosed genetic conditions and raise funds to
SWAN UK bloggers, so keep an eye on our website to
support
SWAN UK. Whether you’d like to get involved
find out about the new members of the SWAN UK team:
in fundraising or helping us raise awareness through
undiagnosed.org.uk/our-team. If you write a blog and
an event, giving out leaflets, giving a talk, sharing your
would like to be featured on our website and for us to
share your blogs please let us know by emailing: miriam. story, supporting us on social media or talking to your
ingram@undiagnosed.org.uk. We'd also like to give a big local press, we want to hear from you. Keep an eye out
in your E-News and across our social media channels for
welcome to Emma Damien-Grint, Genetic Alliance UK's
ways
in which you can get involved.
new Director of Fundraising and Communications. You
can find out more from Emma on page 11.

The SWAN UK community is growing

In 2017, 400 new members joined SWAN UK and we held
over 50 events in 20 different locations. Did you attend a
SWAN UK event, a coffee meetup or take part in our new
virtual coffee meets (undiagnosed.org.uk/news-events/
news/swan-uk-virtual-coffee-meets)? We'd love to know
how you found them so please drop us a line or share
your photos with us.

Balloons

Every week we send balloons to children who are in
hospital or recovering at home after an operation. As
all SWAN UK children face many daily challenges but
may not be medically unwell, we also send balloons to
children randomly selected from our members. If you’re
a SWAN UK member and would like to find out more
about our balloons email: mary.instone@undiagnosed.
org.uk

Have you received balloons from us? We love to
see your photos so please get in touch.
Rare Disease Day

Rare Disease Day will be on 28 February 2018. The aim
of Rare Disease Day is to raise awareness about rare
diseases and their impact on patients' lives. The theme
this year is 'research'. The day is coordinated by Eurordis
at an international level and by Rare Disease UK, a
campaign run by Genetic Alliance UK, at a national level.
Rare Disease UK will be holding a number of events and
activities you can get involved in. Keep an eye on their
website for more information: raredisease.org.uk/newsevents

Rowan dressed as a detective for Undiagnosed Children's Day 2017

SWAN UK coffee meets

Northampton: 5 January, 2 February, 2 March
Liverpool: 23 January
Lancaster: 17 March

SWAN UK stands

Alder Hey Children's Hospital, Liverpool: 23 February
Kidz to Adultz Middle, Coventry: 15 March
Kidz to Adultz South, Farnborough: 28 May
Kidz to Adultz Wales & West, Bristol: 5 July

SWAN UK information events

Park Inn, Cardiff: 30 January
Southampton Science Park: 9 February
St George's Hospital, London: 1 March

For more information about any of the above
events, or to book your place please email:
info@undiagnosed.org.uk.

STAY AND PLAY FUN
I'm Michelle Jones, Parent Rep for South
Yorkshire. I volunteered as a Parent Rep in May
2015 after a year of helping to organise events
where I saw first-hand the impact that these had
on all the families involved.
SWAN UK events provide a fun day where you get to
meet up with great online friends and make precious
memories with our precious children. I love being able
to catch up with old faces and meet new ones! We have
a great network of members in Yorkshire and have
developed some really strong friendships.

I was also very determined to help promote
SWAN UK to local services so no other family
lived in limbo like we did for over three years.
We truly believed that we were the only family
with a child that was undiagnosed.

James on the slide at Kiddy Winx Play Cafe

The feedback from parents has been fantastic. One
SWAN UK member said:

One of the great parts of being a Parent Rep are the stay ‘This is our favourite SWAN UK event as we
and play sessions I help run. Originally we booked a two actually get to talk to other members and the
hour session at Kiddy Winx Play Cafe every two months, kids are always happy to come along.’
but it was such a great success and members were
commenting that they would love to come monthly so
We had a Christmas party there on 17 December with
we booked more sessions.
lots of Christmas fun and a visit from a very special
person to get us all in the Christmas spirit.

We have the following dates booked for next
year:

Stay and Play session at Kiddy Winx Play Cafe

The setting is perfect – totally accessible and allows
everyone to spend time together chatting whilst having
a coffee, and the children get to have fun.
Liz who owns Kiddy Winx Play Cafe always plans new
and fun activities and the bubble machine and sensory
disco are always firm favourites.

7 January, 1-3pm
4 February, 1-3pm
4 March, 10am-12pm
8 April, 1-3pm
6 May, 10am-12pm
3 June, 1-3pm
1 July, 1-3pm (summer party)
5 August, 1-3pm
2 September, 10-12pm
7 October, 1-3pm (messy play)
4 November, 1-3pm
9 December, 1-3pm (Christmas party)

Remember to keep an eye on the E-News to find
out what's going on in your area.
Email Michelle: southyorkshire@undiagnosed.
org.uk
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PARENT REP ROUNDUP
Hi I'm Claire Walton, Parent Rep for
Northampton. It’s that time again where I update
you with everything your local Parent Reps have
been doing over the last few months. Another
school holiday is over and I hope everyone has
survived it in one piece!
Our Parent Rep team is growing at an impressive rate,
developing support in so many local areas for the SWAN
UK community. The new Parent Reps are working their
way through their induction at an astronomical rate
and you may well have seen new Parent Rep Facebook
accounts being added to your Facebook Local Network
groups. Please, please make sure that if you are a SWAN
UK member and on Facebook, you are in your Local
Network groups so you can find information on local
days out, coffee meets and stay and plays.

your swan. If there aren’t currently any stay and play
sessions in your area and you’d like one, please get in
touch (email: info@undiagnosed.org.uk). Remember
that these are a ‘use them or lose’ them event and if
they aren’t well attended they just won’t happen, so
clear that space in your diary - you won’t regret it!
In the colder months there are usually less family days
out as many places are weather dependent. However,
having just had the festive season, we recently enjoyed
panto trips and Christmas parties (oh yes we did)! Emma
Knagg, Parent Rep for Bedford, and I organised one in
Northampton. My fellow Parent Reps also organised
Christmas parties in Warrington, Bristol, Rotherham,
Norfolk and extra special days out in Telford and Essex.

It’s not all just about organising fun things
for members to do and attend though. A large
part of what we all do is raising awareness and
affecting change for the future.

Many of you have seen, I am sure, that we are going
to have a brand spanking new Parent Rep who will be
doing a slightly different role – Paul Arvidson will be
These things shouldn’t be underestimated as they can
our new Parent Rep for dads! He’s spent a lot of time
be quite daunting, however, we are all passionate about
recently adding dads to their own SWAN UK Facebook
raising the profile of SWAN UK. Amy Griffiths, Parent
group and ran an introduction competition complete
with a prize! So, if you would like to speak to other dads Rep for Cardiff recently spoke at the third Annual Rare
Disease Patient Network Event (see page 8), Louise
of children affected by undiagnosed genetic conditions
James
attended meetings on SEND reform, and is
or you have a counterpart who would, give him a shout:
organising a trip to MRC Harwell, Michelle Jones, Parent
dads@undiagnosed.org.uk.
Rep for South Yorkshire, met with a researcher to
Coffee meet ups are now well underway. It’s great seeing discuss the benefits of support groups, Sara Horsman,
Parent Rep for West Yorkshire attended the AccessAbility
new ones pop up and established ones continuing.
Exhibition in Leeds, Rosalind Garrad has been emailing
local organisations for support and Fiona Boyd and
The number of those attending is growing and
Rachael Ford attended SWAN UK's Coping & Support
it’s brilliant to see so many people socialising,
workshop chaired by an organisation called Contact.
making connections and feeling less isolated,
Rachael also manned a stand at Findacure’s Rare
and more caffeinated!
Disease Showcase in Newcastle.
Make sure you check out your monthly E-News for
information on more coffee meet ups in your area. These
are currently organised for Telford, Gloucester, Lancaster,
Bristol, Northampton, Warwick, Leamington and
Manchester! With new Parent Reps on board there will
probably be new ones too.

As you can see, as we recruit more Parent Reps, there is
so much more going on! This is why it’s vital to ensure
you are in your Local Network Facebook groups, and
receiving and reading the E-News each month!
I want to end by saying hello and welcome to Emma,
Genetic Alliance UK’s new Director of Fundraising and
Communications. We met at Goodstuff’s Great British
Bake Off event and Emma already has some exciting
ideas up her sleeve for us all to get our teeth into!

Stay and plays seem to be well attended in many areas.
I saw some pictures from a stay and play organised by
Louise James, Parent Rep for Bristol, and they were
indicative of the fun everyone was having. I'm sure the
adults had as much fun as the children, if not more!
Email Claire: northampton@undiagnosed.org.uk.
Please remember these are for the whole family, not just

DADS' ROUNDUP
Hello, Paul Arvidson here, the new Parent Rep
for dads!
At the end of last year we went in search for all the dads
who are members of SWAN UK. Despite having a dads'
Facebook group where dads can chat we needed to give
it a collective kick up the bum.
We’ve now got nearly 100 dads in the Facebook group
and had our first competition!
For our first competition and a restart we thought we’d
do some intros, but do them with a twist. The dads
had to reintroduce themselves as superheroes and tell
us which swan they were protecting, along with what
superpowers they had and which ones they wanted.
Our superhero dads were called among other things:
Unsociable Man, Sarcasm Man, Poopman, Captain Carry
On, Captain Pedantic, Grumble Pants and The Chauffer.
Swan dad powers included: super broad shoulders,
super long arms and superhuman strength. Lots of
swan dads also feature the powers of worrying and
tickling! My favourite dads’ powers were: using my worst
moments to shape my best and mad skills like Perry the
Platypus (I had to look him up)!

The superhero dads talked of facing daily threats from
doctors (doom we assume), schools (of baddies?),
and from supervillains: snotman, appointment time
cancellation man, red tape and bureaucracy man.
And if having a bona fide superhero round the house full
time gets a bit much, never fear, even with no kryptonite
to hand, you can frighten off our superhero dads with
various combinations of: mushy peas, horses, feathers,
salted caramel, low alcohol beer, weepy films and a
good old chorus of Nessun Dorma (Never Sleep! I see
what you did there).
Congratulations to the competition winners, Peter
Hopper and David Nesbitt who won Amazon vouchers
from SWAN UK towers. I'm off to think of new
competitions!
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.
Email Paul: dads@undiagnosed.org.uk.

APPG UPDATE
Hi, I'm Farhana Ali, Genetic Alliance UK's Public
Affairs Manager.

determine if these needs are being met.

We’re pleased that the All Party Parliamentary Group
(APPG) on Rare, Genetic and Undiagnosed Conditions
has been re-established.

A whopping 44 parliamentarians from several political
parties are involved in the group – thanks to all the
SWAN UK families who contacted their local MPs and
asked them to join the APPG.

The aim of the APPG is to increase awareness in
Parliament of rare, genetic and undiagnosed conditions
and help to ensure that families affected by these
conditions have access to appropriate care and support.

Alder Hey Hospital is within Stephen Twigg’s
constituency and he’ll be joining us at the SWAN
UK stand on Friday 23 February to mark Rare
Disease Day.

The APPG is led by Stephen Twigg (the MP for Liverpool
West Derby) and Vicky Ford (MP for Chelmsford). The
next project the APPG will undertake is to
investigate the social care needs of those affected
by rare, genetic and undiagnosed conditions, and

If you are in the area, please come and say hello!

You can find out more about the APPG here:
geneticalliance.org.uk/appg.
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INTRODUCING RILEY
Hi we’re the Pillings. Mum, Dad (that’s me!), Fred He has had squint surgery twice, a tongue tie correction,
and sees a foot and eye doctor to ensure things don’t
who’s eight, Riley, five and Ruby four.
get worse. There is suspected dyspraxia but we’re still
Riley is our swan.
waiting on that.

How do I describe Riley? In a few words, he’s a comedy
genius … well, he thinks he is! He is the smiliest,
happiest boy I have ever met and he doesn’t let anything
get in his way, which is his strongest attribute by far. He
loves football, trains and watching sport, any sport. His
main hobby is winding up his brother and sister and
then making them laugh about it.

We are currently three years into the Deciphering
Developmental Disorders (DDD) Study with no
results but we are still hoping that there will be
an answer – not an answer so we can label him
but an answer to know what to expect in life.

Since the day he came to us, eight weeks early, every
day, milestone and doctors appointment has been a
huge accomplishment. But for us as a family, I think
Riley being able to start a dual placement at school has
been huge. He attends a speech and language provision
twice a week and mainstream with support three days a
week.

We don’t know what the future holds for him and that’s
the scary thing. With a non swan you can somewhat
predict the future, even though you don’t know you’re
doing it. You presume they will go to school, be in
Christmas nativities, go to high school, get into trouble,
be grounded, get a partner, go into higher education, get
drunk, possibly get married and have a family of their
own but with Riley we just don’t know.

We honestly didn’t think that he would be able to start
school but his sheer determination at life has proved
us all wrong and he continues to amaze us every day.
Another massive thing is that Riley became a Beaver this
week. He was so happy and proud, it was amazing.
Riley has really low muscle strength that affects his
everyday life. He struggles to control his throat and he
will aspirate a lot, which can be scary at times. Your
voice is controlled by muscles (which you don’t think
about) and this means he can really struggle to speak
and form words. He can walk but not too far without
getting really tired and he has no bowel sensations.

Riley was born eight weeks early so we always
knew he was going to be a pain but things
started to become more obvious when he wasn’t
hitting his milestones, even with his adjusted
age.
He didn’t smile until he was four months, sit unaided
until fourteen months and crawl until 20 months. At first
all we heard was that he will catch up or he’s fine but
as a parent you just know. It wasn’t until they wanted
to discharge us from the hospital that the paediatrician
started to listen.
We spelled out all our concerns one by one and the look
on the doctor’s face just changed. He understood that
something was different about Riley and it wasn’t just us,
as parents, being over protective.
From there things did change. We all know what it’s like,
test after test, after test, after test. At first, it felt like we
were getting somewhere but as each test came back as
‘inconclusive’ or ‘within normal limits’ it got harder to
hear that he’s just a ‘medical mystery’.

Riley, Fred and Ruby

Having a swan impacts on every part of your life – some
that you don’t realise until much later. As a family, we
have had to adapt but then that becomes your normal
life. One example that stays in my mind is a time a friend
of my eldest came round for tea and just sat there in

amazement watching everything unfold: Riley having to
be in high chair at four, him using Makaton to talk, with
his brother and sister perfectly understanding and then
a choking fit taking place that everyone just dealt with.
For us that was a normal Wednesday tea time, for him it
was a whole new world.

it, it’s cool . . . oh, and understanding you won’t catch
anything.
Will a diagnosis make things better or easier? Honestly,
I don’t know. It will give us access to different support,
people will try and understand more and we will have
some answers about the future but it won’t change
Riley: he will still be the comedy genius he has always
been.
The journey with Riley has been a bumpy one and I
expect it will get worse as we move forward, but I can
honestly say SWAN UK has been a lifeline. When you first
start hearing that doctors haven’t got a clue, you feel like
you’re the only person this is happening to and don’t
know that there is a whole community out there in the
same boat as you.

Riley

It is thinking the worst but we just don’t know
if he will have a shortened life span, will he find
love, will he have friends and be in a school
production? This is my biggest fear, I just don’t
know how long I have with my lad.
As a couple, we have lost a large number of friends
because of them not understanding why Riley is like he
is, that we can’t just do things other families can as we
need to take his needs into consideration and that he
won’t just ‘get better’. This has been one of the hardest
areas to deal with.

SWAN UK not only offers support for Riley, but
understands that this affects the whole family. The
family trips and stay and play sessions are amazing,
where, no matter the issues, it’s just normal that
everyone is different and it’s cool to be in it together as
families and not individuals.

I would recommend SWAN UK to any dad. We
don’t have to sit there and talk about the stuff
that’s stressing us. We can just share a knowing
nod and understand we are going through the
same thing.

This is the first time I’ve shared most of this outside my
family and it has been hard to write as it makes it real
but
hopefully it can help other swan dads know we are
My biggest sadness honestly comes at times of immense
all going through the same thing.
pride: when his older brother turns down trips and
opportunities as he knows Riley can’t do them or when
his younger sister takes care of his personal needs.
They’re children and shouldn’t have these worries in
life but they love him so much they understand that he
needs the support and sometimes that means they can’t
do what they want.
As a swan dad, I do think we can feel really isolated and
powerless. I know we all feel isolated, but as a dad you
should be protecting your family, fixing things, making
things better and you just can’t. You don’t know what’s
wrong, how to help, where to turn, who to ask for help.
It’s not really a conversation you can have at the gym,
pub or work. Can you imagine: ‘Did you see the football?
That was never a goal and oh by the way I have no clue
what’s wrong with my son . . .’
If I could change one thing, it would just be increased
understanding – understanding that having a disability
isn’t always about being in a wheelchair. Understanding
that global developmental delay is not a diagnosis, it’s a
symptom. Understanding that you can talk to us about

Matt and Riley

Would you like to share your story and help raise
awareness of undiagnosed genetic conditions?
Email: info@undiagnosed.org.uk.
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INTRODUCING AMY
Hi, I'm Amy Griffiths and I have recently become
SWAN UK’s first Parent Rep for Wales, covering
the Cardiff and surrounding areas. I have been
a member of SWAN UK from the beginning and
have organised a few SWAN UK meetups over the
years.
The SWAN UK network really helped me during those
early years where we didn’t quite fit into any other group.

Being a member also taught me to cherish
each and every SWAN UK day with my amazing
children, and to live life to the maximum (within
reason ha!) And finally, although all our children
are all very very different, we are united as one
family and that is pretty special.

professionals, but both patients and parents really
crave the support and understanding from somebody
walking the same path as them. I hope from my talk that
the professionals can take on board the anxieties some
parents may have, and also include parents fully in all
decision making processes to ensure that the correct
needs of the child are met and that the relevant support
services are put in place.

I cannot wait to engage in more public speaking
on behalf of SWAN UK!
I want to do more talks like this in my role as Parent Rep
as it’s really important that professionals work closely
with parents (who are often the experts on their child’s
needs!) to best support not only the swan child, but the
family as a whole too.

In October I spoke at the third Annual Rare Disease
Patient Network Meeting, based in Cardiff. The day
involved a range of talks from guest speakers ranging
from genetic testing, data sharing, the connection
between mental health and living with a rare disease,
policy changes and both parent and patient experiences.
The event went really well and was a good mixture of
professionals, patients and parents.
I had met Emma Hughes (see page 9) from Genetic
Alliance UK at an event last February, and subsequently
met again to discuss promoting SWAN UK more in Wales
Amy at the Annual Rare Disease Patient Network Meeting
prior to becoming a Parent Rep. I wanted to talk at this
event because I feel very passionate about ensuring that
Without a diagnosis it can be challenging to access the
not having a diagnosis should not prevent families from
support and information you need. Many families don’t
accessing information and support services!
feel that they fit into the wider networks for parents of
disabled children, and therefore end up feeling more
I actually found the experience of talking easier than
isolated.
I expected. I purposely didn’t dwell too much on the
early years as they were quite difficult times. Instead I
focussed more on being a good advocate for your child’s I am really looking forward to developing the
undiagnosed network in Cardiff – it's been a long
needs and how being a part of SWAN UK can be a really
time
coming! I can't thank SWAN UK enough for
good support network when you don’t feel that you ‘fit’
the support they offered my family in those early
anywhere else. I found it really rewarding to hear such
wonderful feedback during the break, and to chat to
years, where as a parent I felt ignored, belittled
some new parents who are keen to join our SWAN UK
and isolated at times.
Wales network!
I'm keen to ensure that SWAN UK families have a voice,
If anyone else would like to do a talk to
and that a label should never restrict access to support
services. Now I have officially been named as Parent Rep
professionals I’d say go for it, it’s incredibly
for
Cardiff, it is full steam ahead!
rewarding!
It’s all well and good listening to talks from brilliant

Email Amy: cardiff@undiagnosed.org.uk.

INTRODUCING EMMA
My name is Emma Hughes and I have worked as
the Policy and Engagement Manager for Genetic
Alliance UK for over four years. My primary focus
is delivery of our work in Wales.

I have been involved in a taskforce to develop a
genomics strategy for Wales which includes funding
to enable Welsh families to join the 100,000 Genomes
Project. Currently in Wales, only patients with rare
genetic conditions are able to take part. Genetic
counsellors and doctors working at the All Wales
My work spans across a number of areas including
Medical
Genetics Service (AWMGS) will assess eligibility
policy, public affairs, communications and events. I work
for
study
participation. To find out whether your child
to raise awareness of our work on the Rare Disease UK
could
take
part please contact your genetic counsellor
campaign locally as well as supporting implementation
of the Welsh Delivery Plan for Rare Diseases launched by or doctor. If you are not an AWMGS patient, please
ask your GP to refer you to the genetics service. If you
the Welsh Government in 2015. Part of the work being
would like to know more about the project and how it
undertaken in Wales involves developing a support
will be run in Wales, please get in touch with the Wales
pathway for patients with an unknown diagnosis. As
100,000
Genomes Project team. Contact Rhys Vaughan,
soon as we have any updates on the pathway we will let
Recruitment
Coordinator on 029 2184 7083.
you know through SWAN UK’s monthly E-News.
Through my role, I work to generate and communicate
a patient and family viewpoint on policy and practice
relating to the development of genetics in healthcare
in Wales. I believe that the patient voice is the single
most powerful aspect in the development and
implementation of new services, information, and
support and I feel passionate about being able to give
patients and families the opportunity to be involved in
that development process.

Emma Hughes, Policy and Engagement Manager

We are working towards establishing a Cross Party
Group in the Welsh Assembly for rare, genetic and
undiagnosed conditions which will be launched in
2018. I have also been working closely with SWAN UK's
National Coordinator, Lauren Roberts and SWAN UK's
Parent Rep in Wales, Amy Griffiths. We will be holding
a number of local events in 2018 to bring families
together! The first event in 2018 will be taking place at
the Park Inn, Cardiff on 30 January and this will be an
information event for parents with talks on a range of
topics including:

- Why are some genetic conditions so hard to diagnose?
- What are genetic tests? Why does genetic testing take

so long?
- What is life like raising a child with an undiagnosed 		
genetic condition?
- Update on the Deciphering Developmental Disorders
(DDD) Study and the 100,000 Genomes Project.

Through our work with the Wales Gene Park, we are
looking for people with personal experience of living
with an undiagnosed genetic condition to take part in
educational sessions for health professionals, the public,
and schools. This would involve giving a short talk about
your own experiences and the impact it can have on dayto-day life. The ‘Living with Genetic Conditions’ session
usually begins with a genetic counsellor giving a brief
talk about why some patients are undiagnosed. This is
followed by a short talk from someone affected by the
condition (this can be an individual with the condition, a
family member or carer). The session ends with a q&a.
It is very well received by all audiences, and provides
an opportunity for those affected by genetic conditions
to have their voice heard and help improve knowledge
and understanding amongst future health professionals
and others. Wales Gene Park is able to cover travel
expense for speakers. If you are interested in taking part
as a speaker, please contact Rhian at Wales Gene Park:
walesgenepark@cardiff.ac.uk or 029 2074 5351.

If you have any questions or want to get in touch
about any of our work in Wales, please email me:
emma@geneticalliance.org.uk.
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All
Party
A MASSIVE
THANK YOU!
Parliamentary
We'd like to take this opportunity to thank
everyone who raised money for SWAN UK last
year.
It was great to see people taking part in such a variety
of activities from bakeoffs and danceathons to haircuts
and sensory runs!
With Undiagnosed Children's Day coming up in a couple
of months together with some (hopefully) warmer
weather, we'd love you to get involved in a fundraiser
for SWAN UK. Please get in touch so that we can support
you and kit you out with SWAN UK merchandise.

Email: fundraising@undiagnosed.org.uk.

Ethan Baker walked three miles along the Avon and
Kennett Canal from Bradford on Avon in August. Ethan
hoped to raise £300 – £100 for each mile he walked, but
exceeded his target, raising £500 for SWAN UK.

SWAN UK members took part in Parallel London.
Kat Allen and her daughter Holly ran the Birmingham
5k fun run in September and raised £211.

Rowan was the star of the show as a guest judge at
Goodstuff's Great British Bake off finale which raised
funds for SWAN UK.

Isabelle Tomlinson's dance school held three
danceathons raising £1500.

Hi, I'm Emma Damian-Grint and I have recently
joined Genetic Alliance UK as Director of Fundraising
and Communications after five years at the patient
organisation, the Tuberous Sclerosis Association.
Working for a rare genetic patient community has given me
a passion to campaign for the best possible treatment and
care for people with complex health needs. I look forward to
bringing this to an organisation dedicated to championing
genetic, undiagnosed and rare conditions.

What does your role involve?

Overseeing our fundraising and communications, my role
is to make sure that we are raising funds from a variety
of sources to ensure that we can continue to fight for the
rights of patients, and offer support to families that need it
most. I am here to make sure that our amazing community
fundraisers get the support they need, as without them we
can’t do what we do.

What are you looking forward to most about your
new role?

I am constantly inspired by families living with genetic,
undiagnosed and rare conditions, and am looking forward
to supporting them to put on awesome events. I am also
particularly looking forward to working with the rest of the
team to raise awareness of the issues faced by the families we
support in impactful ways – whether that be through sharing
family stories through videos or using social media.

What do you like most about fundraising?

I love it when friends, extended family and colleagues find
fundraising a positive way to show their support and love.
Making the time to do something to help others really is the
best part of human nature and working with people to help
them makes this job an absolute pleasure.

What can people do for SWAN UK?

We have a range of options to suit any physical level or time
commitment so get in touch with us. You can take part in a
fundraising event while at work, or psych yourself up for a
challenge event that takes six months to train for – there
really is an option for everyone. We’ll be giving some great
fundraising ideas around Undiagnosed Children’s Day and
encouraging as many people as possible to get involved.

Can you tell us a fun fact about yourself?

I once met the queen and talked at her so much she was
ushered away by one of her security.

What can’t you live without?

My dog, Aloisius – a small, spoilt and grumpy miniature
schnauzer.

How can people contact you?

Email: emma.damian-grint@geneticalliance.org.uk.
Call: 020 7831 0883.

GET INVOLVED IN
FUNDRAISING!
Get in touch
If you're planning a fundraiser
for SWAN UK or would like to find
out more email: fundraising@
undiagnosed.org.uk. You can
also visit our website for ideas:
undiagnosed.org.uk/get-involved
Get involved online
Share your online fundraising
pages and your social media
details so that we can promote
your activities.
How we can help
We can support you whether it be
with health and safey information
or budgeting for your event.
Standing out
We have balloons, banners,
tshirts, bags and information
materials to help your fundraiser
go off with a bang! We’ll tailor
the help to whatever it is you’re
interested in doing.

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

