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Welcome to our Summer Newsletter. 
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The weather is starting to warm up and summer 

looks to be well on its way. Let's hope that this 

year will be better weather wise than last 

summer so we can all get out and about a bit 

more. 

 

We have another charity football match 

happening at the end of June and our 9th annual 

charity Golf Day sponsored by Penfold Verrall 

and Northern Commercials happening at the end 

of July. Please help us by continuing to fundraise 

as best you can and let us know what you are up 

to so that we can share it with everyone else. 

 

As well as these events WSUK are busy 

preparing for our annual Conference, details 

below. Please do book your places/rooms as 

soon as you can. It will be great to catch up with 

you all. 

 

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. 

 

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 

mailto:admin@wolframsyndrome.co.uk


 

prefer the audio version to be emailed to you 

or a large print printed version mailed to you, 

then please let us know. 
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News and Updates  

     

GDPR and Data Consent Forms 

  



We still have a number of unreturned data 

consent forms. Please return these as soon as 

you can either by post or email. 

 

It is essential that we keep the information we 

hold up to date as otherwise what could be 

important information to you may not be 

received. These consent forms are essential for 

your involvement in any projects we run as well 

as communicating with you. 

 

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 or 

moved and not notified us. 

 

If you require the forms again then please 

let Tracy know. 

  

  

UK Clinical Trial Updates 

mailto:admin@wolframsyndrome.co.uk?subject=GDPR%20forms


 

 

Update from Prof Tim Barrett  

 

Dear friends and colleagues,  

  

I am pleased to say the TreatWolfram clinical 

trial is progressing well. Recruitment ended on 

1st Nov 2021, and 63 participants are under 

follow-up. The first young people who were 

recruited at Birmingham Children's Hospital, 

have now completed the trial and had their last 

visits. We have a new trial coordinator, Ruth 

Evans, who has taken over from Amandip Malhi 

and is doing a great job. Our clinical trials team, 

under Darren Barton's leadership, is brilliant and 

working hard to ensure that each study site has 

all resources needed to support people taking 

part.  



  

We are well over half way through the trial now, 

thanks to the brilliant efforts of people taking 

part, and the clinical trial staff.  We have another 

Data Monitoring Committee meeting in the 

Autumn; this committee, chaired by Professor 

Karen Morrison, will see all the 'unblinded' data, 

and hopefully confirm that the trial should 

continue.   

  

Once we get to the end of the trial, our 

statisticians and the Data Monitoring Committee 

will let us know if there is clear evidence that the 

treatment slows progression in Wolfram.  

  

Thank you to all the participants for their work in 

taking part, and our clinical trials team around 

Europe. I will post another update in the Autumn 

 

 

Update from Dr Ben Wright 

 

People with Wolfram continue to be reviewed as 



per the trial protocol at the Queen Elizabeth 

Hospital. Precautions continue to be undertaken 

as per hospital COVID guidelines. 

 

There have been some changes to the research 

nurse team and are now joined by Ewa 

Delmaczynska who will be working together with 

Sarah Harris. 

 

We continue to be very grateful for the time trial 

participants and their supporters have offered to 

help complete this trial. 

  

USA Trials and Research Updates 

 

Dear Friends in the UK, 

 

I’d like to begin by thanking all of you for your 

support, trust, and faith in me. I work very, very 

hard to provide the best clinical care and develop 

safe and effective treatments for patients with 

Wolfram syndrome. Here are my updates. I trust 

you read them with hope and credulity. 



  

Upcoming clinical trial 

As all of us know, we need new treatments and 

therapeutic modalities for Wolfram syndrome, 

including oral medications, gene therapy, and 

regenerative therapy. I have been focusing my 

efforts on developing a new drug, AMX0035, to 

treat Wolfram syndrome in collaboration with 

Amylyx Pharmaceuticals in Cambridge, 

Massachusetts. AMX0035 targets endoplasmic 

reticulum stress (a molecular mechanism of 

Wolfram) and mitochondrial dysfunction. 

 

Read more here  

 

 

  

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=b0b38be4d1&e=30aaeb74e6


WS Conference 

                  

 

This year we have a virtual conference open to 

all the WS community around the world on 

Saturday 24th September, and a face to face on 

1st October at Whittlebury Park (previously 

known as Whittlebury Hall Hotel), also the date 

for our 2nd WS Global Awareness Day. 

 

The booking form can be found on our website 

as well as having been emailed out to our UK 

community. A draft programme for both dates 

will be added to the website when confirmed. 

 

We are asking that you kindly make payment to 

us for your room costs at the time of booking 

your place, details on how to do this are on the 

booking form. This should make checking in 

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=2b0f72aee0&e=30aaeb74e6
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easier as you will only have additional food and 

drink to pay for on checking out. If you cancel 

attendance before 9th September, then a full 

refund will be made. After that date, as we will 

still have to pay for your room, we will refund 

50% of the cost. 

  

Wolfram Syndrome Global Patient 

Registry Launched! 

  

The Snow Foundation have partnered with the 

National Organization of Rare Disorders, Inc. 

“NORD” to implement the first-ever WS global 

patient owned registry, a priority in the field of 

rare disease. 

 

Please help us improve patient care, strengthen 

our voice, and improve the chance for quicker 

drug development. 

 

Support The Snow Foundation’s vision of “a 

world without Wolfram syndrome. Sign up today 

at wsglobalregistry.iamrare.org to receive critical 

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=11d4515295&e=30aaeb74e6
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information about treatment, research, 

resources, and other initiatives. 

 

If you have any questions, please email Pat 

Gibilisco at: pat@thesnowfoundation.org. 

                                  

 

  

Wolfram Syndrome Global Awareness 

Day 

  

We have a separate website where specialists, 

doctors, public can go for more information about 

this day www.globalwsday.org. 

 

This year's event coincides with our annual 

conference. We welcome any suggestions from 

our community on fundraising and awareness 

events that we could all do around this time to 

help promote our WS Awareness Day.  

mailto:pat@thesnowfoundation.org
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It is worth remembering, that all these global WS 

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 the future. 

 

So even though we have created this significant 

day for everyone to join together, please do 

continue with your fundraising efforts throughout 

the year! 

 

Would you like to work for WSUK? 

 

WSUK are looking for 2 people to join our team 

in part time roles. These are both paid roles and 

will require the successful candidates to have a 

DBS check done. 

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=2baad2c87f&e=30aaeb74e6


 

 

Details for both positions can be found on our 

website. If you are interested then please send 

your CV in the first instance to the office – 

admin@wolframsyndrome.co.uk 
 

 

News You Can Use 

 

Four Online Social Activities 

 

These are four ideas for anyone still unsure on 

venturing out but would like to do something 

sociable: 

 

~ Zoom escape room - Virtual accessible 

escape rooms are a real thing, even for those 

with a vision impairment. Go to 

accessescape.com for more information or to 

play. 

https://wolframsyndrome.co.uk/2022/04/19/vacancies/
admin@wolframsyndrome.co.uk
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~ Social Painting - No experience is needed to 

join a thirstypainter.com event. You can also buy 

any materials you may require through them. 

 

~ Cooking classes - Anne Marie from get-

cooking.co.uk offers in-person accessible 

cooking lessons, so you'll know she'll be 

sensitive to your needs for her online classes 

too. Find out more by going to her website 

 

 ~ Friend apps - Make new local friends from 

the comfort of home with apps like Bumble BFF, 

Mush (for mums), Frolo (for single parents) or 

NextDoor. 

 

If you are concerned, feeling anxious or 

depressed the following charities may be able to 

help: 
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anxietyuk.org.uk 

mind.org.uk 

youngminds.org.uk 

nopanic.org.uk 

 

This information has been taken from Motability 

Lifestyle magazine. WSUK do not endorse any 

of these organisations and leave it to you to 

decide on participation. 

  

Top Apps for this year 

  

This is a roundup of some of the must-have apps 

to download. All are available free on Apple App 

Store or Google Play Store. 

 

Sociability - helps disabled people find 

accessible places, such as cafes, restaurants, 

bars or shops. 
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Todoist - Capture and organise tasks the 

moment they pop into your head. You can use 

this app to plan and collaborate on projects, both 

big and small. 

 

Tasty - More than 4000 recipes with step-by-

step-instructions. The mobile cookbook and 

search tool filters recipes by ingredients or style 

of cooking. 

 

LastPass... - no more forgetting your passwords 

with this app, which securely stores your 

personal information and passwords in a vault. 

 

MyPossibleSelf - clinically certified content to 

help reduce anxiety, stress and improve  a low 

mood. 

 



Headspace - boost your self-esteem with guided 

meditations that will help you focus and let go of 

negative inner chatter. 

 

Smart Dash Cam - turn your mobile phone into 

a car video recorder and automatically capture 

every driving moment. 

 

This information has been taken from Motability 

Lifestyle magazine. WSUK do not endorse these 

apps. 

  

A guide to accessible toilets 

  

Britain has lost an estimated 50 per cent of its 

public toilets over the last decade, making going 

out to places further afield more stressful and 

difficult for those with disabilities. 

 



This makes planning ahead essential, especially 

with trips out for the summer planned. There is 

good news though in the fact that there are more 

tools than ever available to help you plan your 

travels. As well as the National Key Scheme 

(NKS), which allows access to thousands of 

toilets, including in restaurants, there are now 

some useful websites giving you more 

information than ever to help you leave home 

with some certainty of what's available on route. 

 

The principle behind the NKS is that if local 

authorities (and other places) decide to lock 

accessible toilets to ensure they can only be 

used by people who need them, they should use 

a standard lock. This way, you don't have to wait 

for help to open them. Using a RADAR key, the 

scheme allows disabled people to open these 

toilets all over the country with the same key. 



 

You can order one from the Disability Rights 

UK or the Blue Badge website for a small charge 

which includes the cost of delivery. Details were 

included in the winter newsletter (which can be 

found on our website). There are other 

organisations that also sell RADAR keys.  

 

Helpful websites  

 

~ Changing-Places.org - if you require more 

equipment than a standard accessible toilet, this 

map highlights the upgraded 'changing places' 

toilets. Search by venue or size of toilet. It also 

has a route planner. 

 

~ Accessable.co.uk - detailed information on 

more than 16,000 accessible toilets around the 

UK, including accessible facilities in airports. 

This site has facts and photos from its trained 
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surveyors who visit every location. 

 

~ DisabilityRightsUK.org  - this site includes a list 

of toilets in the RADAR key scheme, published 

as a guide. 

 

~ Toiletmap.org.uk - comprehensive maps of 

toilets in the UK with a filter to find toilets on the 

RADAR scheme together with other accessible 

toilets. 

 

~ Wheelmate App - has locations of 35,000 

stoma-friendly accessible toilets and nearby 

parking in 45 countries. Available for iPhone and 

Android. 

  

Information from Contact 

  

Need help with your bills? 
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There is help available, so make sure you are 

getting everything you are entitled to.  

It is also worth checking our energy-saving tips 

to see if you can decrease the amount of energy 

you use.  

And if you are struggling with finances and debt, 

try our online benefits calculator or our online 

grants search.  

  

Get your free copy of our Helpful Guide sent to 

your letterbox 

Our all-in-one book has all the information and 

help you need to enjoy family life. Get your free 

copy of our Helpful guide for families with 

disabled children straight to your letterbox. 

 

If you haven't already, subscribe to our other 

email newsletters or get your free copy of our 

Helpful guide for families with disabled children 

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=1aab421b3b&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=cdd16adf2a&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=cdd16adf2a&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=25fe3d6b85&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=2f37ab2dd4&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=2f37ab2dd4&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=026114d7b9&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=026114d7b9&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=026114d7b9&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=060f4d63b3&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=060f4d63b3&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=1278338206&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=1278338206&e=30aaeb74e6


straight to your letterbox. 

 

Things are changing all the time at the moment 

so it is worth signing up to Contact for updates.   

  

Activities provided by SENSE 

 

New Sensory Walk Training Dates    

We're pleased to release additional Sensory 

Walks training dates, delivered virtually via 

Zoom. 

  

As part of our Sensory Walks programme, we 

are providing free online learning classroom 

workshops aiming to improve your 

understanding of sensory walks, how to plan 

safe and accessible walks, as well as top tips on 

activities that engages the senses.  

   

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=ed4c470752&e=30aaeb74e6


1. Wednesday 15th June 2022 - 2pm to 3.30pm 

2. Wednesday 29th June 2022 - 10.30am - 

12noon 

  

Register your interest by clicking here. 

 

New Dance Class for Children & Families 

   

We've started a new weekly dance class for 

children with complex disabilities and their 

friends and families. 

 

The sessions will be fun and inclusive, and are a 

great way to: 

• Improve communication skills 

• Develop independence 

• Encourage curiosity and exploration 

• Support physical development, including 

coordination, fitness, strength and flexibility 

mailto:sense.active@sense.org.uk?subject=Sensory%20Walks%20Training%20Interest


 

When: Every Wednesday from 5.30pm - 6.15pm 

Where: Zoom (link to be sent once registered) 

Cost: Free 

 

To register click here 

 

 

WS Clinics 

   

Clinic Dates 2022 

   

WS clinics are returning to face 2 face where 

possible although in some situations are virtual.  

 

Adult clinics are run from the Centre for Rare 

Diseases in the Heritage Building at The Queen 

Elizabeth Hospital, Birmingham on the following 

dates:  

 

15th July 2022 

mailto:callan.barber@sense.org.uk?subject=Register%20for%20Children's%20Dance


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 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, whichever one 

you attend, 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: 

   

 6th-7th June 2022 

3rd-4th October 2022 

   

 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 whether virtual or face 

to face are by invitation only.  

 

Please DO NOT book or make any travel 

arrangements until you have received 

confirmation of your clinic invite and have heard 

mailto:admin@wolframsyndrome.co.uk?subject=WS%20Children's%20Clinic


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. 

 

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 but is being updated as information 

is received from the different clinicians. 

 

There is a map of the Queen Elizabeth Hospital 

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=01ba73c753&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=01ba73c753&e=30aaeb74e6


 

site and a floorplan of Waterfall House for new 

visitors, on the clinics page of the WSUK 

website. 
 

 

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. 
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Continued Support! 

  

Thank you to those members of the WS 

community and their friends who donate 

regularly, through monthly standing orders/direct 

debits, to support the work that we do.  

Would you consider making a monthly donation 

to us? If so, then please contact Tracy in the 

office for bank account details. 

  

Why not set yourself a task of asking 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. 

 

mailto:admin@wolframsyndrome.co.uk?subject=Monthly%20donations


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). 

   

Ultra Action Challenges 

  

We are now registered for this year 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. 

 

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. 
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Walk, Jog or Run at YOUR pace on the Ultra 

Challenge Series event of your choice. 

 

You can visit their website here or find 

information about events on our Events page on 

the WSUK website. 

 

Charity Football Match 

  

On 25th March a charity football 

match took place at Horsham Football club, 

organised by FJN Recruitment Solutions in 

Horsham after they took part in last year's charity 

golf day. 
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They had players from companies they work with 

coming along to test their football prowess on the 

pitch.  

 

This event rose £502.00 for us and we will be 

involved in their second event happening 

later in June. 

    

  

Jurassic Coast Challenge 

  

The sister of one of our community, recently 

took part in the Jurassic Coast Challenge opting 

for a 42km distance challenge. 

 

On 14th May with hot sunny weather and a 

group of friends she completed her challenge 



raising around £220.00 for us. 

 

Jacqui said "Well we did it!!! Oh, my goodness 

what a day, so incredible to be walking with so 

many people all raising money for charities 

special to them in one way or another. 

 

A massive thank you to my amazing walking 

buddies. I am so proud to have set myself a 

challenge and completed it, all the while thinking 

of my brother and raising awareness for this little 

known disorder. It was great to be asked about 

WS and to explain about Tom and all the 

amazing things he has achieved."  

 

 



 

  

Charity Golf Day 

  

Our 9th Annual Charity Golf Day will take place 

on 29th July at Mannings Heath Golf and Wine 

Estate sponsored by Penfold Verrall and 

Northern Commercials.  

 

This is always a great day for all the teams 

that take part whilst raising funds and awareness 

for us at the same time. WE have teams that 

support us year after year and we thank them for 



 

their continued support to our work. 

 

    

        

Players from 2021 charity golf day       

  
 

 

Project Updates 

 

Wolfram Syndrome UK Breaking Down 



Barriers Project Update  

  

In this project, members of our WS community 

have been sharing their experiences in short 

video clips which are available to watch on the 

WSUK website at 

http://wolframsyndrome.co.uk/bdb-community-

videos/ 

 

New videos will continue to be uploaded over the 

next few weeks, so please check back to view 

the latest content. 

 

Thank you to everyone in our WS community 

who has kindly taken part in this important 

project. 

 

“Breaking Down Barriers” is part of an initiative 

for patient organisations being run by Alstrom 

UK and funded by the Sylvia Adams Charitable 
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Trust. 

          

              Emotional Wellbeing Project         

 

Information to help you manage and improve 

your wellbeing is available on the WSUK website 

at: http://wolframsyndrome.co.uk/our-

projects/#1646900082604-59b6e60c-3645 and 

http://wolframsyndrome.co.uk/our-

projects/#1647350269336-8eb2fbd3-8d49 

 

The information includes videos (e.g. 

mindfulness and relaxation), along with tips and 

suggestions for how you can help to manage 

your wellbeing. New information is being 

uploaded regularly, so please check back to view 
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the latest content. 

 

Thanks to all the players of the National Lottery 

for making this new project possible. 

 

           

Carer’s wellbeing full project 

  

Following the success of the WSUK Carer’s 

Wellbeing Pilot, WSUK has applied for new grant 

funding to help support more of our WS carers. 

 

The new WSUK application has successfully 

reached stage 2 of the funding process. 

Additional information has been submitted and 

WSUK should receive the final funding decision 



 

soon. 

  
 

 

Ways to Donate to WSUK 

   

Facebook Donations    

  

We continue to be thought of by WS members 

and their families when it comes to their 

birthdays or they are doing a fundraising 

event through creating Facebook fundraiser 

pages. 

  

A big thank you to everyone who supports us in 

this way.  
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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? 

 

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 the WSUK website. 

   

                 PayPal - Give at 

Checkout   

 

Want to support WSUK when you shop online? 

Set us as your favourite charity, then click to 

donate £1 when you checkout with @PayPal for 

your purchases. 

 

There are 2 ways to do this. 
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1. By using the link below, select us as your 

favourite charity and then log in to your account 

to complete the process. 

paypal.com/gb/fundraiser/charity/76200  

 

2. Log in to PayPal. Click " Set your favourite 

charity", type in our name Wolfram Syndrome 

UK. Confirm this is your favourite charity and 

we will appear on your homepage. 

 

  

   Make your shopping online count!         
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Want to help us raise more just by shopping 

online? Well now you can! It's 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 

retailer's website, so you don't need to worry 

about forgetting. Simple! 
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Sometimes it may be a few pence other times it 

can be up to £40 for a donation. Help us by 

signing up today! 

   

Amazon Smile 

  

AmazonSmile customers can now support 

Wolfram Syndrome UK in the Amazon shopping 

app on iPhones and Android phones!  

If you do not have the latest version of the 

Amazon Shopping app, update your app. Click 

here for instructions. 

 

 

              

 

EasyPhotobook 

   

Does a family member or a close friend have a 

special birthday this year? Are you struggling to 
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think of a present for them? Why not create a 

beautiful photo book, sharing those special 

moments we all take for granted, especially after 

the last couple of years we have all had? You 

can help to raise funds for WSUK by creating 

and sharing a beautiful photo book for that 

special person. 

  

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, use the code on the page 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. 

https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=e69a8dae7a&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=a3ef3533c8&e=30aaeb74e6
https://wolframsyndrome.us3.list-manage.com/track/click?u=7a86e99e4789207e9c999d5d6&id=90816c72ab&e=30aaeb74e6


 

 

  

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 to post off. 

  

For more details as well as details of where to 

send them go to the WSUK website here 
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Your News 

   

Joining the WI when you are vision 

impaired 

By Lisa Houghton Reade 

  

When I moved to a new town, I obviously wanted 

to get to know the community here and to “fit 

in.”  My sister suggested I join the Women’s 

Institute. I had an image of a group of older 

ladies who were only interested in jam and 

Jerusalem, not that there’s anything wrong with 

that, but it’s not my scene so I refused to go 

along to a meeting. 

 

My sister persisted though and found my local 

WI had a walking group. I love getting out for a 

good walk so that definitely was my scene and 

my sister and I went along. We joined a group of 

about 15 other women all about the same age as 

us, so in their 40s and 50s. The chairwoman is 

actually in her 30s! 



 

Read in full here 

 

  

Congratulations!  

   

Congratulations to the new Mr and Mrs Sinnott. 

 

Morgan and Lewis were finally able to 'tie the 

knot' on 29th April. She said "Finally after 2 

postponements and having a baby in between 

the postponements, we finally had our big day. It 

was such a magical day and it felt like a dream 

as it was soo perfect with a fairy tale setting.  

 



It was such a magical day."  

 

 

  

Birthdays (UK and worldwide) 

 

Happy birthday to everyone that has a birthday 

to celebrate during June, July and August. 

 

We hope that you all have a great day! 

                 

 Happy birthday to you all!! 
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