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Bumper Issue!

Special points of Firstly apologies that this issue is slightlyexploring with the Patient Led Research Hub
interest: |l at e, but t he fiwethave so (RLRH) dt Cambadge Wniversity examining
much to report! whether the Ketogenic Diet is a possible

{ Highlights fromour Some of what youdl| treptentpptipn for r{2g); we know thaha v o

may already be aware of, such as our firsPumber of you have tried KDT to varying

IsteverGalaBall 7 " TG T B AT 1, b u t deaipessof syccegsosome alggsidite chgng- ¢
(seeentrepread) Sullivan family and their incredible fundrais-iNg: but yet there is no reference in medical
ing achievements tedate that we wanted to literature to reﬂec_t patient experience. We
1 Exciting potential share some highlights with you and alsgvant to change this. This really is patient led
patient led research bring you Chris and reeagchinteegnakinglwn t ake on w
theydve embar ked onl nsucelr manofi ngatidé Mt een geme

9 Fun in the sun at our journey. They have inspired some of oued some updates on my recent patient ad-
other families to join in not only fundraisingvocacy activities as part of EpiCARE and how

family picnic activities, but also representing us atwe hope this will improve outcomes for

. eventsiwhich is key to our mission to growmany patients with rare and complex epilep-
{I Epihunter has been  our community and increase awareness of s i es, including patient wi t
launched! (20). Check out our events pages 4&5 tosee | dve been |liaisingwith

see what our volunteers have been up to... land on how we might improve diagnostic
Our Research Fund Campaign has exceedeites for r(20) in the future.

expectations; even though we have a way t®We are pleased to include an interview with
go, the target is in sight and you are helpinglim Buckinx from EpihuntdrTim is one of
to make it increasingly possible. our member families and a true innovator!
Our momentum is continuing with the ap-Lastly thank you to all contributors who
pointment of Kim Alliston our new Fundrais-bring life to the stories and to Andrea for her
ing Officer volunteer who has a strong trackelp with collation of this issue.

record in achieving results for small chariq hope you enjoy reading this bumper Sum-
ties such as ours. mer issue!

We bring you news c”)hAiston of f the pressd on tHe
potential research opportunities that Don is

INSIDE THIS ISSUE:

Research Fund Cam-| 1
paign Update

Research 2/3 Cofounder/Secretary
Our Volunteers 3 R h F d C . d
ey = mesearc un ampaign up g{
Family Picnic 6/7  Wow! We are now a third of the way tr
achieving our target to fund a Zear Bi-

R(20) Gala Ball 8/9  omarker and Natural History Study tha ] .

draisi o could comprise around 100 r(20) patients  1ssi0s¢ 5o far we have raised
Fundraising 10111 from around the worldithe largest study on £46.551 towards our

r(20) by fafiand see the creation of an inter-

Charity of the Year 12/13 .
national database.

£138,106 target! Thank

EpiCARE ERN updat 14 This wouldnoét be po you for your support. tr
mendous efforts of our member families
Epihunter 15 Whodve rai sed t he n 46,551 £ ne

through their own fundraising eventsWher-
ever you are in the world, you can contribute
to make this research happen!
https:// mydonate.bt.
researchfundcampai gn
We are in regular contact with Prof Samee.

research. We ol | keep you postedé

Other fundraising ideg 16



https://mydonate.bt.com/events/researchfundcampaign
https://mydonate.bt.com/events/researchfundcampaign
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National Institute for Health Research PLRH
(NIHR) We have now submitted a proposal based upon
I'n March, Don attendeldonmhse iNNiHR abTHiesleareh di

Two great
examples of
why attendance
at events not
only increases
our learning
and
networking, but
can lead to
future
collaborations.

searchd Rare Diseases tombseignee incollaeaton withghe Patient Legl y
Cambridge Biomedical Research Centre and NIHResearch Hub (PLRH) at Cambridge University
Bioresource for Translational Research. Clinical Trials Unit Cambridge University Hospitals

Hereds what Don had toN@SaF?undtB)%

t he
Great Day of networking and learning #RareDRD Don IS aljo hopmg tOtSUbtm't a fmal abstracli on- Th
more on why data is central to research, new dat%f and clmllcaT sn eIermen{ft‘atloln gf nKetc\JN gnlrc Dlet( °
consenting laws, the NIHR Bioresource for translafor atients with r?ZO) syndrome and s?mllar svn-
tional research centre- studying the link between d rpo mesd) a ty t wo scie nyt i fioc
genes, the environment, health and disease
@cambridgebrc. Great talk on improving tran5|t|0|11<eelo an eye out for this in the near future.
from Prof Allan Colver from Newcastle University
check out the toolkit involving young people inSharing some of these findings and recommenda-

researchwww.northumbria.nhs.uk/dahtoolkit tions from Donds work, pr
tential pre<clinical trials in relation to the ketogen-

ic diet (KDT), dietary interventions and patient

= reQistry for r(20) patients.

Netonsl 1S Initially we are looking to PLRH to submit 2 sur-
NIHR ‘Think Research’ veyds on fAooerto headthpaofessionals
Rare Diseases Patient Day in the UK and the other_ to r(gO)_patlent fam|I|e§
across the world to obtain their views and experi-
Jointly hosted by ence of ketogenic diet.
NIHR Cambridge Bior - ical Research Centre In addition, we have also been able to engage
NIHR Bi for with a clinical outreach librarian at Royal Pap-

- worth Hospital to help with a current review on
|
) published literature on r(20) /rare/refractory

childhood epilepsy, KDT and its use in the UK.

We are very excited to be working with PLRH who
have a broad and well resourced facility.

Patient Led Research Hub

Aim

* Patients often know more about disease and lifestyle needs than many
medical professionals
* Crucial insight into research priorities

PLRH aims to provide resources, expertise & infrastructure to develop
patients’ own research ideas into high-quality clinical trials

* Working in partnership, ‘lived experience’ improves research credibility,
reliability & implementation

* No specific research focus: ethos to develop all technically feasible
proposals


http://www.northumbria.nhs.uk/dahtoolkit
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Sanger InstitutéiWellcome Genome The update to the Genomic Test Directoryl

Campus- 5th March e>_(pecte_d to be_ in place by the end_2018
) o Discussions with expert groups will conm

Allison was invited by CRDN as athank you fghe nce ear | y summer

submitting our patient journey poster at theirjj| pe approached and what the requir'

last summit; hereds hemdntsraepDrrScott- suggested that w

Allison had a fantastic day atthe We | bhould contact Genomics England to se

¢ 0 m@enome Campus Sanger Institute, Camhow we can ensure r(20) syndrome is in-

bridge learning about the latest in human ge-cluded in the Directory.

nome sequencing including Deciphering Developportunities arising out of the new initiatives

opmental Disorders (DDD) project and theyroposed may include the logging of cases of

100,000 Genomes Project.each rare disease patient identified, which

It was an insightful presentation and tour see-coyld help with epidemiology and/or patient

ing the DNA sequencing centre where the magyaiahase recording in future

i c h a p p e n s | Lo .

s lison also took the opportunity to ask if NHS
Unfortunately for those with ring chromosome : :
like owur families, dehe [Eglgnp F\rg yvare. o trtfe need to test fc_)r 100 It IS Vltal that
. ells”for r(20y? Dr Scott was aware himself,
chromosomes with Whol n-o

e ne -
ng (WGS) using thisow em%%nf&hﬁ. windnt besiandard 82, health care

YET, ®ubnidtchediost . . . o PRACHLP KNG dhis gy no

highlight this as a m&WeSer of increased pric pI’OfeSSionals
To that end Al |l i son PBaediatriciansineurdlogistsrneedrto knowa r d

S ¢ o Clinical Lead for Rare Disease, 100,000the appropriate technigues to use to diag- are able tO

Genomes Project, Ge nomi c¢cs  En ghodelating chfbmésome disorder in epilep- )
cussing ideas for i mpy hordethat they fefuest pprépriated t € s recognlse the
for ring chromosome d(éstfngrders across Eng-

| and. Drecogidisedthat the rate of diag- '

nosis of r(20) shouldndt be in decline whi S|gn5and
potentially what we are witnessing Allison is aware from supporting our families

o o that many cases of r(20) have been diagnosed
A number of initiatives are being proposed by, chan():/e, includiné h)er own son, D%vid Syl ] |pt0| ns of

? . ; full voice will brin han
tralising genetic tesOloeu our Yoige b Efboutc? & as

spread), as well as redesigning genetic tes lisof igh 'gﬁté’tﬁi§ ifi Ret folé as'a P tiént v r(20) tO ensure

dvocate for EpiCARE getting the message
systems/processes and request forms/ out across Eurone .
negative test result further suggested tests. pe. p a t1r ents d o

Our Volunteers remain

undiagnosed or
We are very pleasedMy name is Kim Alliston, | am married to Marc
to welcome onboard and we have one daughter, Sophie, who is all
a new member of grown up and flown the nest! Under reported

the teamiiKim, our | am an experienced and successful Bid Writer
Fundraising  Officer. yniil recently, 1 worked for a local Essex chil- and get the
cWedve askeyd oligd tQarity, and in . s | ai se
work alongside Gem- o, oo of £5 million pounds for them. approprlate

ma, to increase ourI i full i ind d
capacity in submit- am now working as a full time, independent,

ting grant funding freelance Bid Writer, (Active Fundraising Solu- care '[hey need_
applications. tions) and my aim is to continue to help chari-

3 3 " fies raise vital funds to sustain the services .
Initially wedve askednKiid 4n® lodk oGt td Suppbrting I N
secure us ftunt_:hngﬂ:o support tg”{ everydaysmaller charities and voluntary organisations
running costs i.e. the monies that we nee N : .
simply to keep the charity afloat and to support o oFlourish and Growo

activities such as hosting an r(20) stand and>°Me of my past and present clients include:

attending events to continue to raise awarebraintree Mencap, Braintree Youth Project,

ness. We also want to increase our social meBENS Homeless Shelter, Essex Dementia Care
dia presence, vital iaidEssexRespite& CalePssoqption.o be heard

NHS England including standardising and ceng

and wedd | i ke more t dbavesworkea fobneanyaydats eetworingsvithp p o r t

member fundraising moréia s 'y o u 0 r eothgr&mall eharifieB and Not for Profit Organi- .

incredible job! sations and | am looking forward to working I'Ing 20
1811 1l et Kim intr oducwth Rirg20sRegegrcd and Support UK and to research & support uk

try and secure some funding to support the
vital work they do.

..... £5,000 grant from Souter
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Rare Disease DalyBirmingham English Parliamenfi Westminster
Dawn Gray and Jackie Aley attended this event Allison attended the Rare Disease Day event at

sirmingham Tonilaren o s R A B
Dawn had to say about I5 and at?eﬁ?ded by a variety of patients, parlia-

I(} was ah great r(]iay even though it got C“t;‘ shorentarians and other stakeholders. During the

ue to the weather. | met a young man who Wageception there were speeches given by: Parlia-
studying Learning Difficulties at Stokel. told h|m_ mentary Under Secretary of State for Health and
about us. Another man sat by me who suffers withgyqiq) Care, Steve Brine MP, Dr Jayne Spink, and

:‘ho imm””‘kaYSte”;]- He zas bl““tt,"“f, %Qtr‘;]“p do‘t’erRt Hon Dame Cheryl Gillan. The event featured
e years like we have donet St ind It hard 10 1o jaunch of ted Under st andi ng

believe we are so ultraare. and Young Pe op lrepo ty E X |

The Star Centre is due to open in Birminghang ;o pisease UK, the first report of this kind, fea-
this year.Its an amazing place, not like a hos-,

= pital, where families can get together with raretu”ng the voice of children and young people.
disease. Nine consulting rooms, adult chang-

ing rooms, one appointment under 1 roofUp Scottish ParliameniiHolyrood

to age 18 so not possible for my son Callum. Claire Sullivan attended the Rare Disease Day

So many interesting talks: Sarah Lipett is arfvent at Holyrood on the 20th FebruanBhe says:

author and musician; she told us of her rareHaving had the privilege to represent Ring 20
disease Moya Moya and has a book Comin@esearch & SUppOrt UK at the Scottish Rare dis-

out soon. Her art work of cartoon characters€ase reception recently, there was one key mes-

was brilliant and illustrations were showns @age that 1 6ve taken away
through her talk; it made an understanding oflike to share with you all.

what it is like being the patient and seeing tOn refl ection of the event
from a child's view. She did a lot of drawingar Don and Allison have truly put R20 on the

when ill in hospitalii such talent. | have Map, whilst continuing to support member fami-

emailed her as she wanted feedback on hetfies along the way! _
talk. I also told her about our group. Approximately 50% of rare diseases do not have a

Dr Lucy McKay is involved in rare diseases WitHlseasg spec_lflc foun_datlon supporting or. re-
] .. searching their rare disease. Whi | st there
medical students. She knew about our families

conference. Hurray we are getting reco nisedr,nuch more for all of us to play our part in, it really
’ y 9 9 9 Is_inspiring to see more and more member fami-

lhave emailed her and sighering fdir tifie"afid sBphort cfbindd W& 0 S -
Miriam AlAttar spoke of one of her patients with aij| have a much bigger impact.

rare disease called TRAPPED/ery sad when they
could not get funding for medications but they

The presentation from the
have now through her help. share with you is Rebeccal

A phrase from one talk quoted® N O t huiat@lygiescribes the challenges of living with a
about us W fhotight iOvaE tood lresdiéease and establishing a diagnosis.
because if we didnét have 120, or talk about i
nothing would be known about it. We must all continue to work together to
Jackie was so touched by this dayShe #raiseawareness and by doing this, we

said it makes you want to sayyi i
Just met some medical students something. Y Ywill make a difference !

with an interest in R20. Looking to 61 believe youbd _

offer their services in some capacity. \ https://www.rar edéd\wemtsse/. or
One of the students previously ews Heolmf ttehpee r siebno- & h it e

worked with Dr Zuberi for her work diagnosi_s/
experience so will be making contact
with him.

R

RCPCH conference #RCPCH18
Vanda Clunas, Veronique Ford and

Chris Sullivan hosted a stand for us at this-3

day event. Hereds what Vero
| found the RCPCH Conference very informative

and interesting as this was my first time attend-
ing. There were many professional people to chat
and engage with and all seemed very interested in
Ring 20. We managed to get details of a few peo-
ple who were interested in getting more infor;
mation and hopefully get involved with Ring 2f,
in the future. This was very encouraging ar
made the day worthwhile and feel Ring Chromu
some 20 is getting noticed more and more.

Just met Dr Hannah Mshelbwola from
South Staffordshire who was interested
in Ring20 . Shethinks she has a patient
with the condition and looking for more
info. Getting Ring20 known in the medi-
cal world



http://www.raredisease.org.uk/our-work/understanding-children-and-young-peoples-experiences/
http://www.raredisease.org.uk/our-work/understanding-children-and-young-peoples-experiences/
https://www.raredisease.org.uk/news-events/news/all-too-often-the-person-is-lost-behind-the-diagnosis/
https://www.raredisease.org.uk/news-events/news/all-too-often-the-person-is-lost-behind-the-diagnosis/
https://www.raredisease.org.uk/news-events/news/all-too-often-the-person-is-lost-behind-the-diagnosis/

ISSUE 7

Events

UK Genetic Disorders Leadership Symposi-
um

A well rounded and comprehensive programme
with some great networking opportunities at this
event attended by our Chair.

Most notable was Susan Passmore CEO of Prader
Willi Syndrome who was actively engaged in
launching a new initiative which we amongst
many others have now added our support to. Her
campaign highlights the poor provision and de-
ployment of resources for educational health and
care plans for young people in the UK. Commonly
referred to as Support for special educational
needs and disability (SEND) the 2001 code still
applies for those who have a SEN statement un-
der part 4 of the EducationAct 1996, rather than
an education, health and care ( EHC plan

An education, health and care ( EHC )plan is for
children and young people aged up to 25 who
need more support than is available through spe-
cial educationalneeds support. EH®Ilans identify
educational, health and social needs and set out
the additional support to meet those needs.

Susan has been representing to the Education
Select Committee, on behalf of a growing number
of organisations of which we are one. The cam-
paign is focussed on the need to secure the right
support at the right time and in the right place

within all educational settings for children requir-

ing additional support.

LEADERSHIP
SYMPOSIUM

86% of children have an EHC Plan

52% do not believe that the plan specifies all
the additional support that their child
needs

63% are not receiving all the support speci-
fied in the plan

37% found the transition from a statement to
an EHC Plan very difficult and 24%
found it fairly difficult

35% have not completed the transition alt-
hough this is well beyond the timescale

69% believe their son or daughter has been
refused support through lack of funding

89% have received no support for their 19
25 year old to work towards independ-
ent living

86% have received no support for their 19
25 year old to transition into adult ser-
vices

82% have received no support for their 18
25 year old to access a college

75% of 198 25 year olds were not in college

94% have received no support for their 19
25 year old to access an apprenticeship

100% of 19 8 25 year olds do not have an
apprenticeship

83% of 19 8 25 year olds have received no
support at all to access work

100% of 19 & 25 year olds do not have ei-
ther full or part time paid work

This represents a small but signifi-
cant opportunity to highlight the
needs of many families with rare
diseases and individuals such as
those affected by r(20). It also
demonstrates the power of collabo-
ration within groups such as Genet-
ic Disorders UK, Global Genes and
we hope to keep you updated on
future progress.

Don also had the opportunity to
find about more about future fund-
raising opportunities through The
Bl G Give and t h
online matching fundraising cam-

When she spoke at the Symposium, the goal wagajgn, the Christmas Challeng® keep your eyes
to bring the dreadful state of SEND, and in particopen for more exciting news on this in the Au-
ular, the poor implementation of the Children and tymn.

Families Act 2014 to the notice of decision mak-
ers and to call for a review.

en t
L WWW. gene
Part of the initiative included a government pet-gGpL S2 0 1 8
tion calling for a review, when the Education Seg g %49 9 s Ch

List 0 Susanohst tppr:e/s/lent ati on
ticdisordersuk.
SusanPassmore_
arter. mp4

lect Committee announced an Inquiry into
SEND. The initiative is calledd Gi deons
and a survey about SEND provision addressing
the questions that the Inquiry is looking at, are
being included in order to quote facts. You will
probably not be surprised by the results:

e UK® s

PAGB

UK @
GENETIC
DISORDERS
LEADERSHIP

SYMPOSIUM
9—10 MARCH
i 2018

Does your child
have an EHC
Plan and does
it work well for
them?

bigges

her e:
org/ static/ me
Gi deon%E2%

ring 20

research & support uk

/ up/
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Allisonhopef ul | vy
of many mor e
come! Memori es

Market Boswort!

Connqt.r.}f_Park >

Jane McHugh .
So so lovely to me Jackie Aley
ple at | ong Iloavsetl.

ti mgd hanRawmwuGroay
arranging the pi Fabul ou &y

Dawn GrayGr eat t 0O
you all today.
so much for <co


https://www.facebook.com/dawn.gray.52459?fref=gs&dti=798475916833994&hc_location=group
https://www.facebook.com/jackie.aley.9?fref=ufi&rc=p
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JackieSal epvely

you all, amazing d !\Iext

and hopefully see

informal

families

meet:

13th Sept
2018
Brussels

ring 20

research & support uk



https://www.facebook.com/jackie.aley.9?fref=gc&dti=798475916833994
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ring 20 ‘ R(20) Gala BaRULY INSPIRATION/

Feature article

Jessicads Ring20 Gala ball, whe
able to join us at the Radisson Blu Hotel in Glasgow and was a
hugely successful night. Attended by Prof Sameer Zuberi, our

guest speaker for the evening, the event was both hugely emo-
tional and impactful.

Wedre hoping this has inspired
consider taking the baton for a
watch this space!

{m'% 20 @ l

£ 8
Jessica's Rindi£ x
Journey ‘fea
VN

mmmmmmmmmmm
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ica's Ring20 Journey

GALA BALL 2018

i ring 20

Jessica's Ring 2
Journey

The Sullivan

fundraising ]
Thank You! Y IR
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SSE raffle

Civic Centre coffee morning
and raffle  £590

West End Bar Airdrie Tartan

NEWSLETTER

Sullivan Fundraising

Having attended the Ring20 conference lastDisease Day and then most recently RCPCH
summer, we were inspired to find the time andday in Glasgow, where awareness and wider
to set about an ambitious 12 month fundrais- networks were further developed. This com-
ing journey, Our initial target was to raisebined, can only help put Ring20 Chromosome

A20,000. Wedre del i ghgyridmetfienly aithin einiedical aterfaat we

have exceeded our initial fundraising target

and so far have raised an astounding

£33,734. This has only been possible through

the generosity of everyone who has been in-

volved along the way. Every donation makes a

di fference and we candot t hank everyone
enough.

Whi st wedve now carriF@HhCOmngVﬁﬁES'rlous event

a special mention must go to our hugely  BenNevisClimb-1st Sept 618
successful Race Night and Gala Ball. Our Ra - N
Night in February brought in a total of £4,100,cﬁ Loch Lomond Swii2 5t h  Sept 0

completely blowing our expectations.

S,

18

This was then faollo Wlfijtﬂre Iﬂr%raisfng 3v§n%scn8v\f) lihed ﬁd ahd 20

Gala Ball in April 2018 where a staggerinqu” bri

£16,100 was raised. The ball was also an ng a close to our current fundraising

amazing platform to raise awareness of theCamPaign:

Ring20 condition and to hopefully encouragef Craig Burns, a close family friend was
others to further fundraise to progress re- inspired by our story at the Gala Ball
search. and has signed up to swim the Great
All of our events have helped to significantly Scottish 10k Swim on the shores of

Loch Lomond on Saturday, 25th Au-

raise awareness of Ring20 within our local "
gust.

community. Throughout our fundraising jour-

ney, wedve pledged t ol ouA numbed ef volunteers nate relimbigg t o

Ben Nevis on Saturday, 1st Septem-
ber, this will be a growling challenge
for a group of us amateurs.

support with ongoing fundraising.

Reflecting on our year of fundraising, we left
the Ring20 annual conference at Goodison

Park in the summer of 2017 as a family know-{ And finally, just by raising awareness,
ing we have the medical professionals, we another well established local fund-
have the strategy, raising forum has recognised our

and we have the leadership to make a differ- cause and has confirmed that they will
donate a contribution from their

ence, all we need now is the funds to make it . )
. . Speakers Night due to take é)lace in
happen,d Itds been so € @o¥etnbel Jolk9 to see,
a community of families, we are beginning to '

make this a realityébut w mb.er

e need %L L me
families to help on this journey, no matter how/Ve are already getting our thinking caps on for

big or small you are able to contribute, on afuture events and considering the kilt walk
ongoing basis. next Summer.

In addition to our fundraising events, as a

family, we have also found the time to supportClaire and Chris Sullivan

and provide a presence at the Holyrood Rare

t hat
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Sangster fami@ypen House

The family held an open house on Monday
26th March selling cakes for epilepsy aware-
ness day. They did really well raising £375
and donated the money that they raised to
the Ring 20 Research and Support UK CIO.

We are super proud of mum Marie Ward rais-
ing over £1,143 running her 1st ever event
the Lichfield half marathon no less!

Marie says:

That was the hardest thing | have ever done,
walked more than | would have liked but still a
respectable 3hrs. Thank you for all your sup-
port, donations and words of encouragement
don't know about smashed it but certainly
finished it xxx

GrayfanilEa st er Egg

Callum seems to want to do this every year
now!! We sold the raffle tickets then the deal
| had with Callum was he folded all the tick-
ets and did the draw. This kept him occu-
pied!!

He really enjoys doing this. | can say it is an
easy way to raise money. Buy an Easter egg
and some raffle tickets and sell them to
friends, family, neighbours.

We raised £22% all amounts help.

Allison gave me some hand made cards
made by Sue | have them in a basket at work
so | can sell them for r(20). In April there was
£27 made from the cards. | am still selling
them and there are more funds to pay in.
Thank you to Sue for sending us these lovely
cards.

PAGE 11

Could you
fundraise to
help towards
our Research

Fund

Campaign?

Raf f |

ring 20 @D
research & support uk

/

e
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esecrchy ouspot Charity of the Ke®ai Tarian

Mark & Jo 8 Ring20 Research & Support planning and organising a charity music night.
Fundraising 2018 On Saturday 23! June at The Four Winds, Port
After attending the first ever Ring 20 confer-1 /0ot we had an evening of fantastic nastop

ence/weekend in Liverpool August 2017 andl\i)/e.' ml(J:shic._ '(Ij'hisfincluldeq the B}r(yr;coch Male
having the opportunity to meet other Ring20 oice Lhorr, duo femalé singers nalex, a group

T i d families, hearing from all the medical profes-Altsain agd singeDr S;ex@e Dee. Steh\{ieh Dhee k?a(?
a sionals, gave comfort to us that we were noﬁ SO made a o' s songs which e ha

alone. We felt hopeful and felt compelled to een selling and made over £200. We had a

]
I : f ffle and an auction of brilliant donated gifts.
r speak out about the devastating disease. Hop-ra O .
a Ia n ing that research could be undertaken for aT0 highlight the horr(_)r_s of Ring 20 and_the
purpose of our fundraising we showed a video

better future. » of Jamesd story, made by
So far 2018 has been a positive year for Usemotional but enjoyable evening at the same
CumberlinEdwards family. An amazing opportime. We had a lot of support and positive
tunity arose to raise awareness of Ring20feedback which was encouraging. We raised
when colleagues and friends supported oury amazing £4,031.60.

cause and chose Ring 20 Research and Sup:

: ack at Tai Tarian on Friday 29 June the
\F/)v(:)rrtkl;gcaeST:taT?raéir;rrllual Charity 2018 at Ou'ﬁnnual Summer BBQ organised by Caroline

- ) Davies and her team of helperstook place on

With our committed volunteers, the start of ourg scorching Summers day. With fantastic varie-

fund raising journey at Tai Tarian began Tuesy of food from burgers, sausages, onions,
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