Things started off a little rocky for everyone as we started 2021; but
hopefully things are starting to improve for many of you as the Covid
vaccinations are rolling out and the steps for coming out of lockdown
have been announced. Hopefully if things continue to improve as
they are, then June 21st will be here before we know it and we can
meet up with and hug family members, but still being cautious, which
we haven't been able to do for so long.
To ensure this can happen then please DO still follow the guidance
on Hands, Face, Space even if you have had one or both doses of
your vaccination. As they say continue to act as if you might have the
virus.
We have the warmer weather of Spring and Summer to look forward
to as well as hopefully being able to meet up at conference later in
the year, all being well.
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.
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 audio version to be
emailed to you then please let us know.
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News and Updates
UK Clinical Trial Updates

Update from Dr Ben Wright - Adult Lead
Due to continued Coronavirus pressure this year on delivery of adult
Queen Elizabeth hospital medical services, we were requested to
pause further recruitment to the TreatWolfram study. This was
disappointing, but understandable. We remain committed to the safe
delivery of this trial, and will seek to re-open recruitment again as
soon as permitted to do so. People currently enrolled to the trial will
continue to be supported by the trial team. Whilst some members of
the trial team have been redeployed to other hospital roles during
this time they will continue to respond to any trial questions raised
but may take longer to do so. Their contact email is
NeurologyResearchTeam@uhb.nhs.uk
Update from Prof Tim Barrett Dear friends and colleagues,
The last year has obviously been very difficult for everyone, but I am
pleased to say that the TreatWolfram clinical trial is continuing to
recruit and follow up participants. The study is now open in 6 sites
(Birmingham Women’s and Children’s (Dr Renuka Dias), University
Hospitals Birmingham (Dr Ben Wright), Almeria (Dr Gema Esteban

Bueno), Paris (Prof Christophe Orssaud), Montpellier (Prof Agathe
Roubertie), and Lodz (Prof Wojciech Mlynarski). Recruitment has
now reached 28 children and adults; and the first recruits have now
been taking part for 2 years. We are incredibly grateful to all
participants for their time and commitment to the study, and helping
us answer the question: does this medicine slow down progression
of the condition?
As you know, neither the participants nor the doctors delivering the
study, know who is taking placebo or who is taking the treatment.
This is essential, so that we can tell if the treatment works, without
any bias. However, the study is set up so that two thirds of
participants are taking the treatment and only one third the placebo.
This is because we want as many people as possible in the study to
benefit from the treatment, if it works. When we get to the end of the
study, we are allowed to find out who has been taking the treatment
and who the placebo. If the treatment is shown to have slowed
progression of Wolfram, then we will apply for a licence to prescribe
it to anyone with Wolfram who would like the treatment.
The patient support group Wolfram syndrome UK has generously
donated funds to support travel and accommodation to each
participant and carer visiting Birmingham to take part in the study.
This has been really helpful for families travelling from some
distance. Each of our hospitals has taken stringent measures to keep
participants protected from any risk of Covid infection- these include
only seeing study participants in covid-free areas; weekly testing of
staff; and minimising participant travel around the hospital site. Our
Clinical Trials Unit has also helped by changing some face to face
visits to remote, video study visits.
We have a meeting of our Data Monitoring Committee coming up.
This is a group of independent experts who meet every 6 months.

They are allowed to see all the data and know who is taking the
treatment and who the placebo. This is for safety reasons, to ensure
that no-one is coming to any harm through participation in the trial. I
am pleased to say that the Committee have had no safety concerns
so far.
I, and the Data Monitoring Committee, are keen to find out how many
more people with Wolfram in the UK would like to take part. As you
know, the key requirement is to have enough vision so that we can
measure it over the course of the study. If you know what size font
you can read, this gives a rough indication. For instance, if you can
read font size 48 or smaller, your vision is most likely good enough to
take part in the study. Another is if you can read a car number plate
from a distance of 1.25 metres (about 4 foot). If you can read either
of those, and would like to take part in the study, please do let myself
or Tracy know.
Recruitment to the TREATWOLFRAM trial will end in June 2021; so
if you would like to take part, please do let Tracy know as soon as
possible.
I hope to write again with a further update around Easter time.
Meanwhile, thankyou from all of the study team for your interest, and
we are all really hoping for a positive outcome from this clinical trial!
With best wishes
USA Trials and Research Updates
Dear Friends in the UK,
I wish and pray that 2021 is a year of splendid health and big
success for you. Despite all the uncertainty, troubles, and challenges
on our planet, I have focused my mind and efforts on helping and

saving our patients with Wolfram syndrome and WFS1-related
disorders. I have been adhering to my three guiding principles: 1.
Improve clinical care, 2. Raise awareness, and 3. Provide a cuttingedge treatment for Wolfram syndrome.
I wanted to write this blog for you because we have exciting updates.
A Drug-Repurposing Clinical Trial of Dantrolene Sodium
Nineteen patients completed the required six-month phase, and
many of them decided to stay on dantrolene sodium another 18
months. You can find the results of this open-label clinical trial here
- https://www.medrxiv.org/content/10.1101/2020.10.07.20208694v1.
In short, the results show that patients with Wolfram syndrome were
well tolerated with dantrolene sodium. Although the study was small,
a select few patients seemed to have improvements in diabetesrelated outcomes, which might correlate with a positive trend in other
outcome measures, including visual acuity and brain functions.
Dantrolene sodium appears to have multiple targets in addition to the
endoplasmic reticulum, a therapeutic target of Wolfram syndrome.
Thus, we need second-generation dantrolene, which would be a
more specific regulator for the endoplasmic reticulum. Because
dantrolene sodium is not a specific regulator, we probably need to
increase the dose of dantrolene to make it more effective, especially
for patients who have severe manifestations. However, dantrolene
sodium may cause liver damage if we increase the dose. We may
still use it for patients who have milder symptoms, and this should be
investigated further.
An Upcoming Trial
A repurposed drug could be just a sticking plaster for Wolfram. So,
as you can imagine, we need cutting-edge treatments designed
explicitly for Wolfram syndrome. We are currently focusing our efforts
on developing AMX0035 with Amylyx in Cambridge, MA, USA, to
treat Wolfram syndrome. The targets of AMX0035 are the
endoplasmic reticulum and mitochondria. A recent clinical trial of
AMX0035 in patients with ALS was a success, and pre-clinical data
using induced pluripotent stem cells (iPSCs)-derived brain cells of
Wolfram syndrome was positive. Thus, US FDA has granted an
orphan drug designation of AMX0035 for the treatment of Wolfram
syndrome. I have learned a lot from Prof. Barrett’s clinical trial in
Europe and Dr. Hershey’s research clinic in St. Louis to design a

new trial for AMX0035, and we are aiming at a multi-center
international trial of AMX0035 for Wolfram syndrome. The trial with
AMX0035 is a significant development. Please stay tuned.
Regenerative Gene Therapy
Our ultimate goal is to provide a cure by regenerative gene therapy.
We have been trying to improve diabetes, visual acuity, and brain
functions using viral vectors of a healthy Wolfram gene (WFS1) and a
regenerative factor called MANF in mouse and rat models. We are
getting encouraging preliminary results and have published two
articles recently.
https://www.nature.com/articles/s41374-020-0436-1
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7233417/
We are currently testing the efficacy of AAV-MANF on optic nerve
atrophy in rodent models of Wolfram. We hope to update you on this
soon.
Base Editing Gene Therapy
We have been working with Dr. David Liu’s team at Harvard
University/Broad Institute and Dr. Catherine Verfaillie and Dr. Lieve
Moons’ teams at the Katholieke Universiteit Leuven to develop a
novel gene therapy called Base Editing. This technology uses some
components from CRISPR systems together with other enzymes to
directly replace abnormal WFS1 gene with normal WFS1 gene.
Although we are still at the early preclinical stage using cell models
of Wolfram, we hope that we can bring this technology to our patients
in the next 3-10 years. We are getting encouraging pre-clinical data
using iPSC models.
New Genetics Clinic is up and running.
To improve the clinical care for patients with Wolfram syndrome and
Wolfram-related disorders, I created a new genetics clinic at the
Centre for Advanced Medicine, Washington University Medical
Centre. We offer genetic evaluations, education, and counseling for
patients and family members of all ages with or suspected to have
Wolfram syndrome or WFS1-related disorders. We also provide
personalized management plans based on the type of your gene
variants together with other specialists at our medical centre, such as
Dr. Marshall. Wolfram syndrome Research Alliance and the Snow
Foundation
have
been
referring
patients
to
us

(https://wolframsyndrome.wustl.edu/). We accept international
patients. Please call +1-314-747-7300 to make an appointment.
As always, please feel free to contact me with any questions
(urano@wustl.edu). I would like to know what you think and how you
feel. Thank you for your faith in my work. We will work as one team
and make a difference together.
Sincerely,
Fumi Urano, MD, PhD
Samuel E. Schechter Professor of Medicine
Attending physician at Barnes Jewish Hospital
Washington University School of Medicine

WS Conference
This year we are going to do conference slightly differently. Following
on from last year's successful virtual one, we are going to have 2
days for conference. We are still planning a face to face conference,
which may change as we know more about how the easing of
restrictions is working; but we are also going to have a virtual
conference to enable Global speakers to present to everyone without
having to travel to the UK. We plan to stream the presentations live
from the face to face as well as record them to be put onto the
website afterwards.
The virtual event is planned for Saturday 18th September, details will
follow once confirmed; and the face to face Conference is Saturday
25th September at Whittlebury Hall Hotel.

Details and booking forms will be put on the website as well as being
sent out to you in due course once we see how things are
progressing.

The programmes for both days are currently being worked on but Dr
Patrick Yu Wai Man is confirmed for 25th and Dr Fumi Urano for
18th. Draft programmes will be sent out once confirmed.
Further details about conference will follow.
Video presentations from last year's conference, as well as all
previous years, can be found on the WSUK website and the WSUK
YouTube channel.

New Rare Disease Learning Tool Launched

On Tuesday 16th February the charity, Medics4RareDiseases,
launched a new online interactive learning tool called Rare Disease
101, aimed at medical students and qualified Healthcare
Professionals.
This is the first medical education module of its type and is just the
beginning of the change needed to be seen in healthcare in order to
deliver the best patient outcomes. The aims of M4RD and RD101 are
to reduce the Diagnostic Odyssey and to improve the patient
experience. With the secondary benefits of driving interest in rare
disease and research in the medical workforce.

In Memory
We are sad to have to let you know about the passing of one of our
community, Sheila Kelly.
Sheila wasn't affected by WS herself but had two sisters that were.
One of them turns 67 years old this year, the other passed away
before WSUK was formed. Many of you will have met and spoken to
Sheila and her husband Pete at our conferences and will know what

a great lady she was.
I know from my last contact with her at the end of January that she
was hoping to return from Spain for our conference in September
and that she had also been in contact with another from our
community just a week before she passed away.
I'm sure that you all join me in sending your thoughts and sympathies
to Pete and all Sheila's family.

News You Can Use

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.

WSUK Website Updates

There have been a few updates to various pages on the website over
the last few months. One is the addition of a helpful leaflet 'Wolfram
Syndrome and Dysphagia'. This leaflet can be found in 2 places.
Alongside the video from the Speech and Language workshop from
last year's conference and also on the Resources page. This may be
helpful for some of our community.
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 £10.00 each, with postage starting at £1.00 for up to 3
masks.
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 are going to
continue to be part of going out for quite a while longer!

Contact the office to place your order.

31 MoneySaving tips for disabled people

On average, life can cost a whopping £583 more each month if
you're disabled, according to disability charity Scope. So MSE
have rounded up as many tips for disabled MoneySavers as they
can – from knowing your consumer rights and what adjustments
firms should make for you, to how to get a key to accessible toilets or
a 'free' cinema ticket for a friend/carer.

Information on the MoneySaving Expert website covers the following
topics:

The Basics - what every disabled MoneySaver should know

How to save on equipment, home adaptations, utility bills & more

Travel and transport

Going out and about

Help with specific disabilities

Blind or severely sight impaired?

You will find them all listed on the MoneySaving Expert website.

Smartphone Accessibility
- taken from the January edition of Lifestyle, Motability's
magazine (motability.co.uk)

Both iPhones and Android smartphones are packed with accessibility
features that can improve vision, hearing, physical and motor skills.
Invert Colours - multiple vision settings intended for people with
range of vision needs.
Magnifier - enabling this turns your phone's camera into a
magnifying glass, so great for low light or small print.
Text - you can adjust the display and font size of your text. There's a
slider that allows you choose the required size.
Assistive Touch - with this enabled you'll be able to perform actions
like pinching to zoom or 3D touch with just a tap instead.
Digital Assistants - a voice assistant like Siri, Google and Alexa can
make calls, set reminders and send texts through voice commands.

Interaction Controls - lets you interact with your device using one or
more switches instead of the touchscreen.
VoiceOver - describes exactly what's happening on your phone so
you can navigate your device just by listening.
Hearing - with Bluetooth hearing aids you can use your phone to
fine-tune them to help you hear more clearly and to amplify quiet
conversations by moving your phone closer.

For more information:
apple.com/uk/accessibility
support.google.com/accessibility

Project Updates

Caregiver's WellBeing Project Update

This Caregiver's project, being funded by the National Lottery
Community Fund, has had to temporarily stop once again due to

'Lockdown' but we hope that some people will be able to re-start from
12th April.

We have 20 people enrolled in this Pilot Project with 13 who have
actively started, 3 of those have completed their funded projects and
a couple are close to finishing. We have 7 Caregivers still to start
which hasn't been helped by the lockdowns and limitations when
things have been open.

We hope to have everyone completed by the latter part of this year
so that we can report back and hopefully apply for another grant
which will enable us to open this project up to even more of our
WSUK caregivers.

Wolfram Syndrome UK Breaking Down Barriers Project Update

WSUK has recently received approval for our new Year 2 BDB
project and our new £5,000 grant will be received later this month!
This means we can now get started on our plans and will be inviting
you to contribute!

Our plan for Year 2
Our Year 2 project will build on key findings and recommendations from
Year 1 (our consultation with 20 BAME members), which highlighted that
our BAME community:

o Need more information from WSUK - particularly to
support their discussions with GPs and HCPs.
Information in their local language is also important for
some people.
o Need WSUK to help arrange opportunities to meet other
people from the (BAME) WS community, particularly in
their age range or locality.
o Would like to further develop their engagement with WSUK
– many are very open and willing to share their
stories/experiences with others across the WS
community.
o Include members who do not use the internet and are
unable/unwilling to attend the WS conference.
o Need new WSUK projects targeted to support the WS
community.
o Typically struggle with daily life – for most people WS
impacts everything they do.

In our Year 2 project, we will seek to continue to extend our
engagement with our BAME community and involve members of our
community across different cultures. We intend to do this through:
1. Development and sharing of information:
a) To support your discussions with GPs, health providers and
other stakeholders (such as schools, or employers).
 This will include updating the WSUK handbook and considering
how other WS-related information could be shared with you to
increase its value and impact.
b) To encourage greater utilisation of the WSUK website,
particularly by the BAME community.
 We will develop a new BDB page that will include videos and
other information. Some information will be provided in Urdu.

2. Sharing experiences across the community
a) On key topics / themes:
We will be asking you to contribute information around specific topics
or themes. You will be able to provide your input by phone, email,
photos and/or video. We will collate this information, which will be
shared on the BDB page and in future Newsletter articles.
b) Buddy-up between members of the WS community:
We will extend the existing “buddy-up” scheme to include additional
people who would like to connect with someone else, similar in age,
location or interests, from the WS community. We will also help to
facilitate the interactions where this would be most helpful.
If you would like to contribute to this new project, you can contact the
office – email admin@wolframsyndrome.co.uk or phone 01903
211358; or respond to our invitations which will be shared with
everyone in the WS community.
We thank everyone who has taken part in this important project so
far. We really look forward to collaborating with you again in this new
project.
“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.

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.

Craft Stall fundraiser

The Great Uncle (81 years young) of one of our younger WS affected
members had been busy during last year, woodworking, making all
sorts of wonderful Christmas gifts, candle holders and bowls - the list
went on and on. He set up a little stall in his local shopping precinct
just before Christmas to sell everything he had made and to raise
money for Wolfram Syndrome UK. We were happy to supply some
information leaflets to go alongside the poster he had made to
explain about the syndrome.

He was chuffed to bits at the end of the day. He was hoping to raise
at least £50, but people were so generous he actually raised
£150!! He also got some more orders to make things, as he ran out
of woodcraft! All the reindeers he had, sold within the first 20

minutes!
The final total raised was £181.00! Well done!

This goes to show that you can fundraise whatever your age and by
doing something as simple as selling items you have crafted with a
past time/hobby that you enjoy.

Why not have a think and see if you could do something similar in
the future.
Fundraising March by Mathsoc at University Dublin
We were contacted in February by the Maths Society at Dublin
University about being a co-recipient of fundraised funds after a
request by one of their committee members, who is also part of our
WS community.
This event involves participants walking/running/cycling as much as
they feel comfortable with during the month of March. Participants
will then record the distance they have travelled (using a fitness
watch, phone etc.) and input this value, alongside their name to the
fundraising page. They can then donate any amount to the page.
An update will be posted in the next newsletter.

Charity Golf Day

Following on from having to cancel our Annual Charity Golf Day last
year, I'm pleased to announce that the date has been booked for
September this year, for this popular event.

Penfold Verrall will very kindly be sponsoring this event once again
with a lot of the teams that have played previously ready to sign up.
This is always a great day for all that take part whilst raising funds for
us at the same time.

80's music night

Our 80's night looks like it will also be back this year. This is another
popular event for raising funds for us. We have a provisional date
booked for Sat 4th December with local 80's tribute band, Synthony
101, providing the music.

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 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:
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 or Tracy in the WSUK office know so
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!
The dates for the Children's Clinics, run from Waterfall House, the
Rare Disease Centre at Birmingham Children's Hospital are:
1st-2nd March
7th-8th June
4th-5th October

If you or your child would like to be seen for
either clinic, please contact Tracy at the WSUK office. 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.

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.
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.

Birthday Donations
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 way.

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 Tracy in the
WSUK office for bank 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).

Other Ways to Support WSUK
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.

Website Shop
We have various items available for purchase on our website shop.
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?

Make your shopping count!

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.
Install the reminder link, when you have signed up, so you will be
asked if you want to raise a donation when you go straight to the
retailers 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.Open 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.
Ensure you have the latest version of the Amazon Shopping app to
be able to do this.

EasyPhotobook
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 go to the website,
https://easyphotobook.uk/WSUK/, 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.

Raise funds by collecting used 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 in weight
and then post them to:
Wolfram Syndrome UK - 1152445
DCD Philatelics,
45 Wiltshire Lane,
Pinner,
Middlesex, HA5 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.
I 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
Congratulations!!
Congratulations to UK member Morgan and her Fiance Lewis.
Morgan gave birth to a bouncing baby boy, Reggie, on 11th January
weighing in at 7lb 3oz.

We wish them all much happiness as a new family.

My Origami Insta Account
I am Ayan Bukhari, a patient who has WS. During lockdown in March
2020, I was bored out of my head! University was closed, our exams
had been cancelled, I had nothing to do! However as I have always
loved to do origami, I started my own Instagram account
@origamibyayan so I could post pictures of items that I had made.
Origami is an art, that originated in Japan, which involves folding
generally a square piece of paper into different shapes and objects. I
find that origami is a therapeutic technique which can be used to
practice mindfulness because it requires you to focus on the folds
therefore bringing your focus to the present moment.
It has even helped me make objects which I can then stick onto
cards for different occasions such as birthdays, wedding and
anniversary cards. This has helped me to gain confidence and find a
hobby which I really enjoy doing and allows me to showcase my
work to others.
Why not have a look and try it yourself?

Spring Florals by Mariam

Spring comes with its buds of hope & refreshes my mind & spirit with
the wonderful knowledge I gained from my floristry course at college.

Floristry called to me as I never once thought I could achieve a
distinction in that field due to my visual impairment and partial colour
blindness. The flowers, shapes, fragrances and textures invited me
to an everlasting sensorial journey through Nature. I learnt that I do
not have to see to feel, smell or create a Seasonal or Special
bouquet.

Floristry has inspired me to look into creating even more products
like Fragranced candles with fresh dried flowers in them and scrubs
with pure essential oils of flowers merged into becoming a perfume
expert which is a knowledge I would like to include in my future
business plan.
At present with all this time spent at home it takes me back to my
floristry as it’s something I love doing at home like making and decor.

Birthdays (UK and worldwide)

March
Adam
Krystal
Patrick
Tom
Federica
Victor
Raquel
Mike
Shiffa

April

Haidar
Amy
Sadiya
Anne
Taybah
Eeshan

May
Naomi
Charlotte
Clara
Faisal
Lisa Marie
Doug
Maria
Sterling
Cecilia
Selina
Happy birthday to you all!!
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