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Inform; Support, CURE

Welcome to our Winter Newsletter.

We have been seeing many changes over the last
few months with booster vaccinations being offered
which has now been updated to include all over 18's,
as well as the seasonal flu for certain groups of
people, which will help protect our community further.
So, if they are offered to you, the advice is to have
them. See the article about vaccinations further down
the newsletter.

Some restrictions have now been bought in again,
the wearing of face masks in shops and on public
transport due to this new variant. It is initially for a 3-
week period whilst scientists learn more about the
Omicron variant. Please do continue to act with
caution when out and about.

We still have some of our branded washable face
masks for sale, £7.50 P&P extra, if anyone would like
one. Please contact the office if you or anyone you
know would like to purchase one.
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Remember, if you have anything that you would like
to see included in future newsletters, then please
send it to the office, details at the bottom of this
newsletter.

Over the Christmas period the office will be closed
from 4.30pm 23rd December and will re-open
9.00am 4th January 2022. Emails can still be sent
and messages can be left on the office answer
machine.

All the team at WSUK wish you all a very Merry
Christmas and a Happy New Year!

Stay safe
Tracy

Wolfram Syndrome UK values your involvement
with the newsletters, so please remember to
share anything that you would like to see
included in future newsletters as well as telling us
what you have been doing. These can be sent to

us at admin@wolframsyndrome.co.uk.

An audio version of this newsletter is posted onto
our Social Media pages or if you would prefer the
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audio version to be emailed to you or a large print

printed version mailed to you, then please let us
Kknow.
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News and Updates

GDPR and Data Consent Forms

A few months ago, updated Data Protection consent
forms were sent out to our community. To date only
a few have been returned to us.

It is essential that we keep the information we hold
up to date as otherwise what could be important
information may not be received.

It is advised that we ask you to re-consent the secure
storage of your information on our system every 3
years as you may have changed your mind since the
original consent was submitted.



If you haven't yet returned your forms either by email
or post then please do so as soon as you can. If you
require the forms again then please let Tracy know.

UK Clinical Trial Updates
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TREATWOLFRAM

Update from Dr Ben Wright - Adult Lead

Recruitment to the trial has now closed. People who
have been recruited are continuing to be monitored
with both face-to-face visits at the Queen Elizabeth
hospital and as telephone contacts. We are
immensely grateful to all the people and their carers
and/or families who have been or are involved.

Update from Prof Tim Barrett -
Dear friends and colleagues,

| am really pleased to say that we reached the
recruitment target for the TREATWOLFRAM clinical
trial on 1st Nov. 75 children, young people and adults
kindly consented to take part in the trial. Some
people were sadly not able to take part for medical,
logistical or reasons. We closed recruitment to the
study with 63 participants.
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These include 14 children recruited at Birmingham
Women's and Children's Hospital, 11 adults at
Queen Elizabeth Hospital Birmingham, 5 at
Montpellier, 10 at Paris, 5 at Lodz, and 18 at
Almeria.

This is fantastic support from the whole European
community, and especially Wolfram Syndrome UK,
who are generously supporting UK participants to
travel to Birmingham.

The rest of the update can be read here.
USA Trials and Research Updates

Dear Friends in the UK,

We live in a time of tumult. Many are wary of all the
negativity, but | am incredibly positive and energetic
and committed to making a difference. Our lab is
100% functional, and we are making steady
progress. Here is a summary of our research
progress.

RESEARCH ACTIVITIES

A Drug-Repurposing Clinical Trial

Our drug-repurposing clinical trial of dantrolene
sodium in patients with Wolfram syndrome was
concluded. This was the first-ever clinical trial.... to
read the full article click here
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- Dr Fumi Urano

WS Conference

INTEREST OF
OPHTHALMOLOGICAL MANIFESTATIONS
INWOLFRAM SYNDROME

Our 2021 conference in September, was again held
as two virtual events. Both events were open to all
our global community, affected individuals as well as
medical professionals. We had a good
representation from across the world join us for both
days.

Presentations from both days can be found on our
website. Due to unpublished data presented in two of
the presentations, these haven't been uploaded but
will be in the future.

Dates for your diaries!

Conference next year will be a combination of a
virtual event, planned for Saturday 24th September,
and a face to face on 1st October at Whittlebury Hall
Hotel, also the date for the WS Global Awareness
Day.
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Wolfram Syndrome Global Awareness
Day

1st October was the first ever WS Global Awareness
Day. Along with some of the other WS organisations
around the world we set about to raise awareness
amongst Ophthalmologists, Endocrinologists and
Diabetes teams and organisations about Wolfram
Syndrome. We also aimed to raise public awareness
by asking our communities and their contacts to join
us in a social media relay around the world.

There is a separate website where specialists,
doctors, public can go for more information
www.globalwsday.org.

Next year's event will also coincide with our annual
conference. We welcome any suggestions from our
community on fundraising and awareness events
that we could do around this time to help promote
our WS Awareness Day.

It is worth remembering, that all these non-profit
organisations need funds to be raised throughout the
whole year to enable them to keep functioning and to
be there to support the WS Community now and in
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the future, especially after the last 21 months.

So even though we have created this significant day
for everyone to join together, please do continue with
your fundraising efforts throughout the year!

Become an Medics4RareDisease
Ambassador and a Rare Disease Ally

Our Ambassador Programme is now open to new
applications — this is your chance to become an
M4RD Ambassador and a rare disease ally!

About our programme

Our ambassador programme enables M4RD to work
with the wider rare disease community so we can
learn from their expertise and experience.

We currently have two types of Ambassadors:
Clinical and Patient.

Clinical Ambassadors help inform our projects,
identify teaching opportunities and spread the word
about events and opportunities for medics.

Our Patient Ambassadors are really important for
making sure that the patient voice is heard through
our work. Communicating the lived experience of
having a rare disease is fundamental in our message
to medical students and doctors in training.

Our Ambassadors promote the work of MARD and its
message wherever possible. They support the M4ARD
team in their aim to raise awareness..... to read more



o to their website here .
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Becoming...? in-person event

Findacure is rebranding!
Can you believe it?!

They want to celebrate with YOU at an in-person
event at the Royal Institution, London, this
December!

Join them for an introduction to their new name,
brand and identity. There will be presentations from
key members of the rare community and a
celebratory afternoon tea to mark this monumental
event in their charity’s history!

Find out about all the exciting changes happening at
Findacure months before their official rebrand in
February at the International Rare Disease
Showcase!

Sign-up for your FREE ticket now to celebrate with
them on:

7th of December 2021, from 1:30 pm to 5 pm GMT at
the Royal Institution, London

See you there!

0
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Webinar | Maximising engagement with
healthcare professionals

Learn how patient groups can engage with
healthcare professionals to improve diagnosis,
understanding and research for their rare condition.

Register to attend the first of two webinars to explore
engagement with healthcare professionals alongside
the Findacure and Medics4RareDiseases team.

They'll be sharing case studies from across the rare
disease space to demonstrate what patient groups
are already doing to engage healthcare
professionals.

To sign up or find out more click here.
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News You Can Use

Update from WS Adult Support
Co-ordinator

Hello! | have been very busy over the last month
reaching out to members of our community to
introduce myself, and to offer 1:1 person centred
support. It has been such a pleasure to talk to so
many of you, and to start gaining some insight into
the types of support you would find most helpful. |
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have been offering a monthly check in call, which
many of you have been really pleased about and
have said yes to, and others have preferred to make
contact when they require any support, and are
pleased to know | am available to contact by
telephone, email or text.

| have also enjoyed meeting a small group of the
community in our fortnightly community zoom catch
ups, a lovely safe space to connect with the WS
community. We give time each session to share any
guestions you may have, or things you wish to talk
about, which is helpful as others in the group can
often empathise and share their experiences. We
also make sure to have time to talk about day-to-day
things and simply enjoying the time to talk and
connect with others. There is no requirement to have
your camera on if you choose not to, and if you
prefer to just listen that’s fine too, whatever feels
right for you. If anyone would like to join and feels a
bit unsure about what to expect please do get in
touch, | would be more than happy to answer any
guestions you have. It is a friendly and safe space
and we would love to welcome you.

Going forward | am looking at starting up some
additional zoom groups and would be open to any
ideas you may like to share on what you would find
helpful. | will be working with Tracy to send out a
survey with some suggestions of days, times and
topics for group zooms over the coming months.
Watch this space!



Mel.

Winter tools to remain resilient as a
carer

With the colder and shorter days of the winter
months upon us, there is a need for you to take
special care of yourself and the person you care for.
COVID-19 has dominated our lives in the past 18
months, distracting us from the usual winter
challenge of the common cold and flu or the financial
Impact of sustaining winter warmth. These, and
many more, are real issues faced by many of us as
we head into the winter.

A carer's winter campaign aims to encourage you to
Stay Well this winter with three key messages.

« Be protected: Consider boosting your immunity
with the flu and Covid-19 vaccines.

« Be healthy: Contact your local carers support
group for ideas on how to make time for yourself and
stay connected.

« Be prepared: Plan for events which may affect
your caring role and find out if you can get financial
support to keep you well and warm.
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Help us to help all unpaid carers

STAY WELL

THIS WINTER
@ Be Protected Be Healthy @ Be Prepared

Carer's Rights Day - 25th November

Even though this day has just passed the information
on the site may still be helpful to you.

Whether you are a new carer or have been caring for
someone for a while, we believe that it's important
that you understand your rights and are able to
access the support that is available to you as soon
as you need it. Many people are taking on more
caring responsibilities for their relatives and friends
who are disabled, ill or older and who need support.
Each year, Carers Rights Day helps us:

ensure carers are aware of their rights

let carers know where to get help and support

raise awareness of the needs of carers.

This year's Carers Rights Day campaign will focus
on raising awareness of the rights that unpaid carers
have. The pandemic has had a massive impact on
the lives of carers, affecting access to services, the
ability to juggle work and care and much more.
That's why it's more important than ever that carers
are aware of what they have the right to.

For more information go to the Carers UK website by
clicking here.

The International Rare Disease
Showcase - Findacure


https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=b35642f327&e=30aaeb74e6

Tickets are now available for Findacure’s
International Rare Disease Showcase!

Explore international collaborations that are driving
rare disease forward. Come discover the impact and
challenges of working in the rare space around the
world.

The #RareShowcase22 will focus on:

Rare disease policy

Patient group advocacy

Collecting data/RWE

New technologies

Access, approval & reimbursement

Cross-border collaborations

Research & drug development

And more!

You will enjoy panel discussions and breakout rooms
that facilitate active participation, and live streamed
presentations from global experts and advocates.
They’'ve even made time for built-in networking
opportunities to replicate the in-person experience
we all miss.

Register now to enjoy a national, international and
supranational exploration of major rare disease
themes!

Claim your FREE ticket now to attend on 1st-3rd
February!
https://www.findacure.org.uk/rare-disease-showcase/

0
Fmdacure

7,000 r. 5, 1 commc
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Covid Boosters and Flu vaccinations

This is just a reminder to our community, that now is
the time to get your flu vaccination done before the
winter sets in and flu season really starts. We will all
have a lower natural immunity this year to the flu due
to all the restrictions in place last year.

It is free on the NHS to people aged 50 and over and
if you have certain health conditions, including
Diabetes. You can get the flu jab at your GP surgery,
a pharmacy that offers the service or from a hospital
appointment.

People over 40 years of age and anyone younger
who is at risk of catching Covid are being invited to
receive a booster. You will be contacted if not
already done so when you are eligible to book.

These are important to take when they are offered to
you because:

~ if you get flu and COVID-19 at the same time then
research shows that you are more likely to be
seriously ill.

~ getting vaccinated against both conditions will
provide protection not just for you but those around
you from serious illness.

~ if you are offered both vaccines, it's safe to have
them at the same time, but you don't have to.

You can find more information about this from:
COVID-19 vaccination: a quide to booster
vaccination for individuals aged 40 years and over;
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JCVI advice on COVID-19 booster vaccines for those
aged 18 to 39 and a second dose for ages 12 to

15 on the Gov.uk Coronavirus webpage; and

NHS Flu vaccine webpage.

Mental wellbeing tips

We all need good mental health and wellbeing — it's
essential to living happy and healthy lives, and can
help us sleep better, feel better, do the things we
want to do and have more positive relationships. It
can also help us deal with difficult times in the future.

NHS UK - Every Mind Matters has a quick, 5
guestions, Mind Plan quiz to get personalised
suggestions straight away, or find other tips, advice
and support to help boost your mental wellbeing.

Go to their website for more information and to take
the Mind Plan Quiz

Better _
;2L B every mind
matters

RADAR Key

Having a RADAR key allows disabled people to open
locked accessible toilets all over the UK. If you have
mobility problems and plan to go on day trips or
longer travels, getting one in advance is a very good
idea. Disabled toilets are commonplace and certain
premises (including restaurants) are required to have
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them by law, but often they are kept locked to ensure
they can only be used by people who need them.
This can become a problem if a member of staff is
not on hand with the key when you need it.

The RADAR National Key Scheme (NKS) was
designed to address this problem. You can order a
RADAR key from a number of organisations and
retailers, including the Disability Rights UK website
and the Blue Badge Company. There will be a small
charge for purchasing a key, which should include
the cost of delivery. If you are registered as disabled,
you should be able to buy one VAT-free.

Changing Places toilets offer additional equipment
and facilities, over and above a standard accessible
toilet. They are designed to allow people with more
complex disabilities to use the toilets safely and
comfortably.

A RADAR key will not work abroad, however there is
a similar scheme in operation in parts of Europe
called the Eurokey. Like a RADAR key, this allows
you to use accessible toilets. For more information,
or to order a Eurokey, contact CBF Darmstadt, the
organisation that runs the scheme. You may find it
useful to use Google translate as the website is in
German. The Eurokey is considerably more
expensive than a RADAR key.

Project Updates

Caregiver's WellBeing Project Update
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This pilot project, funded by the National Lottery
Community Fund, is now complete. All our carer
participants have been able to undertake their
wellbeing activities and have provided valuable
feedback, highlighting how much this project has
helped them: -

83% believe their physical health has improved
95% believe their emotional wellbeing has
improved

75% believe their social isolation has reduced
94% stated they would be very likely to participate in
a future Carer Wellbeing Project (if invited and future
grant funding is secured)

Our next step is to apply for new grant funding that
will enable us to launch a second phase of the
project that is able to involve more carers from our
WS community.

To help this funding application, we will be sending to
all WS carers, not involved in this pilot, a short
Registration of Interest Form to help us understand
who is potentially interested in being part of a second
phase.

If you are a carer who has not been involved in the
pilot and would like to register your interest, please
contact Tracy - admin@wolframsyndrome.co.uk.

@ COMMUNITY
FUND

Wolfram Syndrome UK Breaking Down
Barriers Project Update
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Our Year 2 Breaking Down Barriers (BDB) project
continues to make good progress:

Video clips of your experiences —

We are continuing to invite members of our WS
community (WS affected, parent and/or sibling
carers) to record a short video to share their
experiences and top tips on living with WS, which
will be shared as short clips on the WSUK website.
The aim is to help others understand what it is like to
live with WS and how our community makes the
most from life.

To date, 6 members (4 WS affected and 2 parent
carers) have recorded their videos and others have
already agreed to take part.

To our participants, thank you being part of this
project. Your positivity is inspiring! Thank you also for
your patience as we edit your videos.

Final video clips will be sent back to each person for
their approval, before being shared on the WSUK
website. Videos will not be made available on the
website until we have received approval from several
participants.

If you'd like to record a video, please contact
Tracy admin@wolframsyndrome.co.uk for more
Information or respond to one of our invitations.

About recording your video

Please bear in mind that you can choose the topic(s)
that you would like to talk about. You don’t need to
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appear on camera if you would prefer not to, you can
simply speak instead. Any mistakes / hesitations will
be removed during editing, so you don’t need to be
word perfect! Finally, your approval for each video
clip is required before being shared on the WSUK
website.

“Breaking Down Barriers” is part of an initiative for

patient organisations being run by Alstrom UK and
funded by the Sylvia Adams Charitable Trust.

Understanding genetics together

Fundraising News

Upcoming events can be found listed on the events
page of the Wolfram Syndrome website
www.wolframsyndrome.co.uk

Remember to keep checking the website for
upcoming events, any recent news articles & links.

Dress Down Day
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Worthing Solicitors, Green Wright Chalton Annis held
a dress down day earlier in the year in their local
branches to raise funds for us.

The amount raised was £64.95. We thank them for
their support and a certificate of appreciation has
been sent on to them.

Brighton Marathon

On Sunday 12th September, Lewis Gardner brother
to Abby a WS affected adult and WSUK Trustee,
ran the Brighton Marathon for the first time for
WSUK. He set a target of £500 and exceeded this
before he actually ran. The total raised by Lewis
including Gift Aid was £1191.75!

Thank you Lewis from all of us and we hope it hasn't
put you off running again in the future?

Twyford 5k Fun Run

WS teenager Clara, took part in a local fun run with
her sighted guide alongside her to raise funds and
awareness for Wolfram Syndrome UK.

She raised a total of £805 and was awarded a "Have
a go Heroes" prize.



Charity Golf Day

Our Annual Charity Golf Day took place on 1st
October. Due to torrential rain overnight and the fuel
shortages, it was still uncertain, up to half an hour
before the start, as to whether or not this popular
event would still take place. Luckily the sun came out
and all 18 teams were able to get onto the golf
course to play.

Penfold Verrall once again sponsored this event,
ensuring that all entry fees and hole sponsorship
came directly to the charity.

This is always a great day for all that take part whilst
raising funds and awareness for us at the same time.

The total raised this year was £14,535.81! This
exceeded our expectations for this year considering
the struggles we had all been through. We thank our
loyal golfing supporters once again for how much
they support our community & the work we do.
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80's music night

Another popular event is our 80's night. This was
held on 30th October with 80's tribute band,
Synthony 101, providing the music supported by
Disco Kings.

Again, the amount raised for this event was higher
than expected, raising £2140.00.

Ultra Action Challenge

We are now registered with the organisation Action
Challenge UK. They have lots of ultra challenges
happening throughout the year that you could sign
up to as an individual or as a group.

Push Yourself Further,15 great events in 2022.
Are you a regular walker and new to endurance

events? Perhaps a seasoned trekker looking for
testing adventures? Or even a marathon runner



wanting to 'up’ your distance? Whether it's along
magnificent coastal scenery, or in stunning open
countryside, there’s an Ultra Challenge for you.
Walk, Jog or Run at YOUR pace on the Ultra
Challenge Series event of your choice.

Join 30,000 others of all ages & experience in 2022
for an unforgettable Challenge. It will be rewarding,
fun, and absolutely achievable with your resolve and
determination alongside first class support. Push
yourself further - 100km Full Challenge, with Half &
Quarter options also available

We have one WS family member who is taking on
the half distance of the Jurassic Coast challenge
next year. Why not have a look at the Ultra
Challenge website and see if there is anything that
catches your eye, that you fancy having a go at.

You can visit their website here or find information
about events on our Events page on the WSUK
website.

WS Clinics
Clinic Dates 2021

All clinic dates have currently been moved to a virtual
clinic/telephone call format; it is hoped that face to
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face clinics will return soon but probably with a
slightly different format. Please be aware that clinics
may have to be cancelled at short notice in this
current climate.

Adult clinics are run from the Centre for Rare
Diseases in the Heritage Building at The Queen
Elizabeth Hospital, Birmingham on the following
dates:
28th January 2022
25th March 2022
27th May 2022
15th July 2022
23rd September 2022
25th November 2022

If you are no longer able to attend the date you are
invited to, PLEASE let the clinic team or Tracy know
S0 that someone else can be invited in your place.
There is always someone ready to take a slot if you
can't.

Please ensure contact details are kept up to date
with both the hospital and the Wolfram
Syndrome UK office!


mailto:admin@wolframsyndrome.co.uk?subject=WS%20Adult%20clinic

The dates for the Children's Clinics, run from
Waterfall House, the Rare Disease Centre at
Birmingham Children's Hospital are:

10th-11th January 2022
7th-8th March 2022
6th-7th June 2022
3rd-4th October 2022

o= @ |f you or your child
would I|ke to be seen for either clinic, please contact
Tracy. We can't guarantee you will be seen straight
away, especially at the moment, but will let it be
known.

Places for both clinics whether virtual or face to face
are by invitation only.

Please DO NOT book or make any travel
arrangements until you have heard from the hospital
as to whether you need to attend in person or will be
having a virtual clinic appointment.

If you are unable to attend then PLEASE let Tracy or
the hospital know so that, the place can be offered to
someone else, even if you are having a virtual clinic
appointment. There will always be someone ready to
take up that slot if you can't.
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We have recently added a 'Who's who at the WS
Clinic' page to the website, as it was thought this
would be helpful to our newer diagnosed individuals
and families who are attending a clinic for the first
time or our Young Adults who are transitioning
across to adult services. It isn't complete yet, as we
are still waiting for pictures and information from
some of the clinicians but it will be hopefully very
shortly.

Ways to Donate to WSUK

Payroll Giving

Payroll Giving is a flexible scheme which allows
anyone who pays UK income tax to give regularly
and, on a tax, free basis to the charities and good
causes of their choice.

Payroll Giving donations are deducted before tax so
each £1.00 you give will only cost you 80p, and if
you're a higher rate tax payer it will only cost you
60p.

Payroll Giving (workplace giving) is a valuable, long
term source of revenue, providing regular income to
help charities budget and plan ahead more
effectively. Employees can choose to support
Wolfram Syndrome UK with a regular donation direct
from their pay.
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It's cheaper because its tax free — for example, a
donation of £5.00 per month costs the basic rate tax
payer £4.00 (the taxman pays the rest!)

Higher rate taxpayers- the only way to pass on your
40% or 50% tax to charities. Only 28% can be
recouped via other ways of giving.

VAR PRlRY Hohy
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We continue to be thought of by WS members and
their families when it comes to their birthdays; either
through creating Facebook fundraiser pages or just
from personal donations.

A big thank you to everyone who supports us in this

Monthly Donations

Thank you to everyone that makes monthly or one
off donations, fundraises for us or raises funds while
they shop online. It all helps.

If you would like to set up a Direct Debit or Standing
Order to make a regular monthly donation to WSUK,
then please contact Tracyin the office for bank
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account details.

You could ask 3 friends or family members if they
would like to do the same? Can they spare £2.00 a
month? Less than the cost of a fancy coffee shop
coffee.

Don't forget to let me know if we can Gift Aid
your/their donation. We just need a name and
address to do this (forms for single or multiple
donations are on the website that can be printed off
and sent back to us).

Why not get involved with fundraising
for WSUK?

There are many ways to get involved with
fundraising. Some are very simple and easy to
organise. Why not try thinking outside of the box?

We are all learning to do things differently so you
could host a virtual quiz, try a virtual sing along, or
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have a virtual Big Night In and donate what you
would have spent on going out to charity?

If you are working from home why not donate the
cost of one day's commute to us each month. We
appreciate that times are hard for everyone but
whatever you can do to help fundraise will be greatly
appreciated by us all.

Let us know if you do something and we can
include it in a future newsletter.

All the fundraising sites we are registered with can
be found on the WSUK website.

WSUK Shop Page

We have various items available for purchase on our
website shop including our ever popular Christmas
Cards with 7 new designs. All profits go straight back
to the charity. Postage and packing charges are
applied at the checkout for which we use PayPal.
Why not have a look at the shop page? Some card
designs are now very limited stock, so get yours
NOw.
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easyfundraising
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Raise free funds for us
every time you shop online

Find out more
e amazoncouk Johnlewis ey M8S fplyn [

. . @ Booking.com DEBENHAMS m SCREWAIX
Give as YOU Live sainsburys CESOS Viking JUST EAT

Want to help us raise more just by shopping online?
Well now you can! It is very easy to do.

We are registered with online shopping portals Give
as You Live and easyfundraising.

Shop at your favourite stores and many more as
usual, using one of these portals, and when you
check out a donation from that store will be paid to
WSUK at no extra cost to you. You can also raise
funds when shopping for things like holidays and
insurance.

Links to register can be found here; or you can click
on the relevant image above to be taken straight
through to the registration page. Install the reminder
link so you will be asked if you want to raise a
donation when you go straight to the retailers
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website, so you don't need to worry about
forgetting. Simple!

To date we have had £1000.00 paid to us just by
people using these portals when they shop online.
Help us increase this amount by signing up today!

Amazon Smile

AmazonSmile customers can now support Wolfram
Syndrome UK in the Amazon shopping app on
IPhones and Android phones! Simply follow these
Instructions to turn on AmazonSmile and start
generating donations.

1.0pen the Amazon Shopping app on your device

2.Go into the main menu of the Amazon Shopping
app and tap into 'Settings'

3.Tap 'AmazonSmile' and follow the on-screen
instructions to complete the process.

If you do not have the latest version of the Amazon

Shopping app, update your app. Click here for
instructions.

Turn on AmazonSmile

in the Amazon app to
generate donations.

A
smile.amazon.co.uk /“

) LR ||
EasyPhotobook
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At the very heart of our charity’s soul is a driving
force, a passion and vision to improve the lives of
those with Wolfram Syndrome. You can help us
continue our work by creating and sharing a beautiful
photo book, maybe of your family, friends or of those
special moments we sometimes take for granted.

It's so simple to support us, just click the link to go to
the website and create your beautiful A4 glossy
perfect bound 30-50 page photo book for

just £18.99 with NO postage to pay, even
internationally, and we will receive 50% of the
proceeds to fund our work and keep those affected
by WS, at the centre of everything we aim to do.

Remember, your book can be of any memories you
wish, a holiday, family and friends, or create one as a
wonderful gift. For more information or to place an
order go to the website here.

30, 36, 44 or 50
pages

30 to 140
photos

Raise funds by collecting used stamps

This is a great time to start collecting stamps!!

You can all help to raise funds for us simply by
collecting stamps from your mail. Ask friends, family
and work to collect for you. They need to be left on
the backing paper with a small border left around the
stamp. Save them up until you have a good quantity
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iIn weight and then post them to:

Wolfram Syndrome UK - 1152445
DCD Philatelics,

45 Wiltshire Lane,

Pinner,

Middlesex, HAS5 2LY

You will be required to pay postage to send them but
that amount will be added to the weight of the
stamps when we are sent our payment.

| know that stamps aren't used as much nowadays,
but birthdays and Christmas are still good times to

collect them. You could save them up to send them
off once or twice a year to ensure you have a good
amount to send.

Your News

Community Radio and Award

| started in the community radio some years ago on
reception answering the phone and helping anyone
who came in from the street with their enquiries.
Some months ago, the radio manager, Declan said
to me if | ever wanted to do my own show, just let
him know.



| turned him down. The following week while in the
radio station | got talking to the manager and
reversed my earlier decision. Declan, in a meeting
then teased out of me that | had no experience when
it came to presenting a show on radio.

The first task | was given was to do some research
on a specific topic. | requested some help to put an
article together on the chosen topic. The next step
was when Declan e-mailed me with a sample script
of a show. This script showed me what should have
been in the original article | had put together. Time
was of the essence and | found the research and
articles too tiring. The other members of the team in
the radio said they’d research the topics and put
them together for me. | found myself going into the
radio station each week and going into the recording
studio.

Mick, one of the presenters, was very good to me
and explained as he went along what was
happening. Mick would read the script out loud a few
words at a time, | would repeat them attempting to
mimic Mick, a parrot effort. This was to highlight any
issues we’d have while recording. Once the recorder
was turned on Mick and | went through the scripts
slowly yet thoroughly.

| found the whole thing overwhelming at the start
attempting to get my head around how the whole
package of doing the research, putting the script
together, doing the interviews and picking out the
various sound effects and theme tunes worked. | had
often wondered how it came together. After doing the



recordings and talking to the other members of the
team the penny eventually dropped.

Three weeks had passed and six episodes were
broadcast when Declan, while assisting me to get my
bus home, informed me that there was an awards
night coming up and myself and Natalie were invited.
So, on Friday October 22" we went to the Ormond
hotel in Kilkenny city for the ceremony. At this stage,
6 weeks had passed and 12 episodes of the show
‘About Kilkenny’ had been aired. Here we met with
people from the other 20 community radio stations
around Ireland. An independent committee had
received the nominations and had voted among
themselves as to who should get what award. Luck
was on my side. My team and | got the Gold Award
for Community and Volunteer Participation. | was
nominated by the team to go and collect the award
and say a few words of thanks.

By Gavin Allman

Sad News

It is with great sadness that | tell you about the
passing of Lauren Gibilisco from USA. She was an
amazing young lady who did everything she could to
fundraise and raise awareness for WS for The Snow
Foundation.



Some of you may have been friends or had
communication with her on Facebook or via email
over the years, so will know what a great character
she was. | had the pleasure of meeting Lauren and
her mum a few years ago when | attended the first
family symposium in St Louis, which was lovely as
Pat was one of the first mum's | had contact with
after receiving Jennifer's diagnosis.

Lauren will be missed by everyone that knew her and
on behalf of the worldwide WS community we send
our heartfelt sympathies to Lauren's family.
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Birthdays (UK and worldwide)
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Nat
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Alice
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January

Haider
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Amber
Gavin A
Chris
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February
Ayan
George
Lyndsey
Amy H
Emma

Happy birthday to you all!!
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