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Inform, Support, CURE

Welcome to the Winter newsletter.

We have been continuing with informal Zoom
chats to stay connected with you and have
some Question and Answer sessions with
our professionals lined up over the next few
months starting with a Benefits webinar on
11th December.

This newsletter doesn't have much fundraising
content but it does tell you how YOU can
fundraise for us whilst shopping from home


https://us3.campaign-archive.com/?e=__test_email__&u=7a86e99e4789207e9c999d5d6&id=8db790fdac
http://www.wolframsyndrome.co.uk/

and more!

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 news of what you have been doing.
These can be sent to us at
admin@wolframsyndrome.co.uk. Don't worry
if you think it is too long as we will do

any necessary editing.

An audio version is posted on to Social media
as well as the website. If you would prefer the
audio version to be emailed to you then
please let me know.

Wishing you all a very Merry Christmas and a
Happy New Year!

News

UK Clinical Trial Update
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TREATWOLFRAM

As you know there was a temporary halt to
recruitment for the TREATWolfram Trial back in
Spring. We are pleased to say that recruitment
has re-started with the first adult recruited back
In September. All trial participants have to be
recruited by 30th June 2021, no further
extensions will be allowed. If you are contacted
then please take the date you are offered if at all
possible, otherwise we won't have enough
people taking part which could jeopardise the
whole trial! This could be the only chance for our
community, for this drug trial.

The Rare Disease Centre at QEH where the trial
appointments take place is a 'Cold Area’;
meaning it is completely separate to the rest of
the hospital with regular checks etc. to ensure it
remains a safe environment for patients.

| would urge anyone that has been offered the
chance to be assessed for the trial in December
but turned it down, to think again and if possible
contact the team and take that offer. They are



limited on how many patients can be recruited
each month and with people deferring we won't
achieve the required number of participants.

A message from Dr Ben Wright from the
Adult Team -

Recruitment for the TreatWolfram trial is now
open and we have recruited some participants to
the study. In view of Coronavirus, changes have
been made to the trial design and how this is
conducted on site to minimise any risk from this.
You can find more detalils here, the video can
also be found on the trials page of the WSUK
website. If you want to find out more about this
study please contact the Neurology research
nurse team at
NeurologyResearchTeam@uhb.nhs.uk

Updates are being added to the
WSUK website when we receive them.

Zoom check in's with WS Community


https://youtu.be/6FkG6QCGkFk
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As you will recall from previous newsletters, we
have been holding regular check in's with our
community via the Zoom platform, both formal
and informal chats.

We've some monthly webinars with the medical
teams in Birmingham and guest speakers with
guestions submitted by you beforehand planned.
As before, these will be recorded and then
uploaded onto our YouTube channel and Covid-
19 news page on our website for those unable to
join on the day or to watch back again.

We continue to hold the fortnightly 'Cuppa and
Chat' sessions. These are the chance to chat,
ask questions between families or to connect
with someone from outside your household.

Please do join in with these if you can, even if it
IS just to submit a question on that month's topic.
If you have problems connecting using the

link sent out, then please let us know and we will
endeavour to help you get connected. Dates and
topics for future webinars can be found on the
events page of the website, some dates are still
to be confirmed at the time of writing or may be
liable to change at short notice.


https://www.youtube.com/channel/UCN__H53QJctkHCqPeKTwnZw
http://wolframsyndrome.co.uk/covid-19-news/
http://wolframsyndrome.co.uk/covid-19-news/

WS Conference

Conference this year was moved to a virtual
conference, like many things, which was very
different for us all.

We had 2 dates for workshops and
presentations this year which helped spread
things out a bit. By being held virtually it meant
people could register for the talks that interested
them and also opened it up to our Global family
more. We had people join from Hong Kong,
South Africa, Japan as well as USA and Europe.
We welcomed them all.

Video presentations from this year's conference
have been posted onto the WSUK website and
the WSUK YouTube channel. Links were also

emailed out to those on our database.



http://wolframsyndrome.co.uk/ws-conference/#1572587414006-b1bba300-ed0e
https://www.youtube.com/channel/UCN__H53QJctkHCqPeKTwnZw

Optic Nerve Involvement in
Wolfram Syndrome
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Kidz to Adultz Exhibitions

The largest FREE UK events supporting children
and young adults up to 25 years of age with
disabilities and additional needs, their families,
carers and the professionals who support them.

Dates and locations for 2021 as well as other
information can be found on the Disabled Living
website here.

Carer's Wellbeing Project Update

20 of our parent carers are taking part in this
pilot project. Each carer will be able to
participate in their chosen wellbeing activity,
which will be purchased by WSUK (up to £300
per carer).

The current COVID restrictions have


http://www.disabledliving.co.uk/

unfortunately meant that our carer participants
have either been unable to start or have paused
their wellbeing activities (e.g. spa and beauty
treatments, complimentary therapies and driving
lessons). The National Lottery Community Fund
is fully aware of the challenges of conducting
projects at this difficult time and understand that
this may result in delays. Therefore, the current
funding will remain available for our carers to
continue their wellbeing activities as the
restrictions ease.

If you are a carer and are interested in possibly
participating in this project in the future, please
contact us to register interest either by email
admin@wolframsyndrome.co.uk;or

phone 01903 211358.

This pilot project is being funded through a grant
from the National Lottery Community Fund.
Thank you to all the players of the National
Lottery from everyone at WSUK.

@ COMMUNITY
FUND
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WSUK Breaking Down Barriers Project
Update

WSUK is conducting a project with Black Asian
Minority Ethnic (BAME) families affected by WS
called “Breaking Down Barriers”.

The feedback from 20 members of our BAME
WS community have now been collated and
analysed. The key findings and
recommendations were presented to the WSUK
Board of Trustees on 27th November. They are
also included in the project monitoring and
evaluation form, which will be submitted to the
BDB team in December. The recommendations
will help to shape the plan for the project in year
2. A funding application for year 2 will be
submitted to the BDB team by the end of
January 2021.

We would like to thank everyone who has
taken part in this important project — your
feedback is really important to us in helping to
shape our future activities.

“Breaking Down Barriers” is part of an initiative
for patient organisations being run by Alstrom



Syndrome UK and funded by the Sylvia Adams
Charitable Trust.
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Coronavirus Community Support Project -
Wellbeing boxes

As many of you receive this e-newsletter, our UK
based members will be coming out of lockdown
2 and will be receiving or have received another
small 'Wellbeing' package from us using grant
funding received from the National Lottery
Community Fund and HM Government's
Coronavirus Community Support Fund, which
allowed us to also send out wellbeing parcels
back in the summer.

We would love to hear from you and see your
photos, if possible, when you receive them. The
team at WSUK hope you like them and would
like to wish you all a Happy Holidays.



In partnership with
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Thank you to the players of the National Lottery.

Face Masks

Do you know someone who would like one of
our facemasks or would you like another?

We have some stocks of our washable face
masks left, which we are now selling for
£12.50 each with postage starting at £1.00.

These masks are lightweight with a fluid
repellent outer layer and an antimicrobial
inner layer. They have 2 round the head
adjustable elastics which you could change
to over the ears if you preferred with some
adjustment.

All profits go straight back to the charity.



Thank you for supporting us this way.
Facemasks will be with us for quite a while.

Contact the office to place your order.

Distance Aware Badges

On the website there is information about this

scheme along with links to pdf posters that you

can print off for home, school, work etc. There
are 3 messages in each of the 5 colours.

If you know anyone who would like a badge or if
you want more then, just contact the office. All
we ask for is a donation towards the cost and

postage. There are 5 colours but we can't
guarantee colours sent out, as we have a small
guantity of badges left.


mailto:admin@wolframsyndrome.co.uk?subject=Facemasks
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They are a simple design with a double
ended arrow, a polite way of saying "please
distance from me". This badge is for use by

anyone with concerns about social distancing.
- "RMEEERY

Thank you for being
Distance Aware

Post a picture with your badge on social media
using #DistanceAware

Helpful information about Benefits and
Organisations

You can find information about benefits, grants
and helpful organisations on our website, click
here.

We have a Benefits and Grants webinar on 11th
December at 1.30pm. The date and joining link
has been sent out to those of you in the UK on

our contacts list. Let the office know if you live in


http://wolframsyndrome.co.uk/benefits/
http://wolframsyndrome.co.uk/2020/08/05/distance-aware-shields/

the UK and haven't received a joining link.
Please send in any questions you have that can
be asked of the presenter by 7th December.

Antonia Penia Photography. UniqueBook
Project

After attending a recent Virtual Rare Disease
Showcase, | have been contacted by this lady
for a project she is doing. She has asked me to
share with you.

My name is Antonia Penia, | am an artist and
photographer and together with my collaborator
Imogen Roup, who is a writer and poet, | am
putting together 'Unique’, a book of portraits and
interviews documenting and exploring the
experiences of those living with rare diseases. |
myself live with hyperhidrosis and my sister has
Gorlin syndrome, Imogen has polycystic ovary
syndrome and candida. It is through our
personal experiences and shared journeys to
find sufficient treatment and specialised care for
the conditions that we live with, despite them
being widely recognised and documented, that
we have built the basis of our understanding.



We are looking for individuals who would be
interested in participating in this project, it is my
hope that through this platform | can begin an
organic process of inviting people who are
interested to come forward. My deepest wish is
to empower those who participate and that by
sharing their stories others who are living with
the same diseases will feel connected and less
alone.

We believe in the democratisation of the health
care system, the importance of funding and
public information, and the life-changing
potential that the collective placing of time and
attention on this subject matter could have for a
section of society that otherwise exists as
marginalised. Our hope is that through this
project we can raise awareness, boost funding to
essential support sectors and share the joy,
resilience and courage that abound within these
stories.

If you are interested in taking part, please email
uniguebookproject@gmail.com and tell us a little
bit about yourself.



mailto:uniquebookproject@gmail.com?subject=Uniquebook%20project

We look forward to beginning a conversation and
to answering any questions you may have.

Her website can be viewed here

Clinics

Clinic Dates 2021

All clinic dates have currently been moved to
a virtual clinic/telephone call format; but it is
hoped that face to face clinics will return soon
but with a slightly different format.

Adult clinics are run from the Centre for Rare
Diseases in the Heritage Building at

The Queen Elizabeth Hospital, Birmingham
on the following dates:


https://www.antoniapenia.com/

22nd January
26th March
28th May
16th July
24th September
26th November

If you are no longer able to attend the date
you are invited to, PLEASE let the clinic team

know so that someone else can be invited in
your place.

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

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

11th-12th January
1st-2nd March
/th-8th June
4th-5th October



If you or your child would like to be seen for
either clinic, please contact Tracy We can't
guarantee you will be seen straight away but
will let it be known.

Places for both clinics are by invitation only,
so please DO NOT book or make any travel
arrangements until you have heard from the
hospital.

If you are unable to attend then PLEASE
let Tracy or the hospital know so that,
the place can be offered to someone else.

Fundraising and
Events

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



mailto:admin@wolframsyndrome.co.uk
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Remember to keep checking the website for
upcoming events, any recent news articles &
links.

Christmas Cards

We still have some Christmas Cards
available to sell, although some are very
limited quantities, so please contact us first
before you place your order online. They are
£3.25 per pack of 10, one design per pack.
Postage is extra. All profits go straight to the
charity.

You can purchase cards from the shop page
on the WSUK website, along with the other
items we have for sale or by contacting the
office direct.



http://wolframsyndrome.co.uk/ws_shop/

Webinar Question and Answer
Sessions

We are organising some formal webinars with
the teams from Birmingham as well as some
guest speakers.

11th December - Benefits and Grants
December (TBC) - Diabetes and Diabetes
Management

29th January 2021 - PROMsWise at 2.00pm -
Dr Anita Slade and Prof Barrett

February - Urology (TBC)

March - Sports and Fitness (TBC).

We hope to see as many of you as possible
at these and don't forget the fortnightly catch
ups which is a lot more informal.

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.

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.



Ways to Fundraise

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 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 our website.

Make your shopping count!

e feel good shopping
Raise free funds for us
_ every time you shop online
¥ Find out more
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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.


http://wolframsyndrome.co.uk/make-a-donation/
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https://www.easyfundraising.org.uk/causes/wolframsyndromeuk/?pageVersion=1

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
retailer’'s website, so you don't need to worry
about forgetting. Simple!

To date we have had almost £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


http://wolframsyndrome.co.uk/other-fundraising-links/

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.

L |
smile.amazon.co.uk /“
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Monthly Donations

If you would like to set up a Direct Debit or
Standing Order to make a regular monthly
donation to WSUK, then please contact

Tracy in the office for bank account details.

Why don't you 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


https://smile.amazon.co.uk/gp/f.html?C=25PJ3L3N2I7AB&K=2SR7EBW5AZCFW&M=urn:rtn:msg:20200728080259ff2ecea798354b39be85f6f55e50p0eu&R=2SQS3FNWLXXNQ&T=C&U=https%3A%2F%2Fsmile.amazon.co.uk%2Fb%3Fnode%3D17337655031%26ref_%3Dpe_4117511_491346141&H=ADA9OADMJNCRWLHOSZYTIHXHW7CA&ref_=pe_4117511_491346141
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http://wolframsyndrome.co.uk/wp-content/uploads/2020/05/Charity_GAD_Single_Donation.pdf

multiple donations are on the website that
can be printed off and sent back to us).

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

Contact details are at the bottom of this
newsletter.

Facebook Donation Pages

Did you know that you can now create
donation pages using Facebook to raise
funds for WSUK? We have had several
people do this already using their birthday's
as a way to fundraise instead of receiving
presents. Click here to go to Facebook to
create your page.

A big thank you to everyone who supports us
In this way.


http://wolframsyndrome.co.uk/wp-content/uploads/2020/05/Charity_GAD_Multiple_Donations.pdf
https://www.facebook.com/fund/WolframSyndUK/

Birthdays (UK and
worldwide)

December

Zeshan
Muhammad Ans
Lydia
Alice
Lauren
Abby
Romina
Niam
Zikra

January

Muhammad Haider
Aisha
Arno
Abu Bakr
Amber
Gavin
Daniel



Ayyan
Scarlett

Chris
Georgina

February

Junaid
George
Ayan
Amy
Emma

Happy birthday to you all!!
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