
Alstrºm Syndrome UK (ASUK) is a charity who provide 
information, support and advice for individuals affected, their 
families and carers and professionals. Alstrºm Syndrome is a 
very rare genetic condition which can cause progressive 
blindness, loss of hearing and can lead to; heart and kidney 
failure, type 2 diabetes, liver dysfunction and associated 
problems. The symptoms arise at different stages making 
diagnosis very difficult. Our mission is to raise awareness, 
conduct pioneering research and enable better treatments and 
monitoring through the AS multi-disciplinary NHS clinics. Further 
information about our work can be found at 
www.alstrom.org.uk 

Welcome to the Summer 2022 ASUK Newsletter 

Hello Everyone, 

I hope you, your family and friends are all keeping safe and well 

and that you have all enjoyed a lovely summer. It has been 

great to see updates and photos of many of you out and about 

and having fun. I love to hear and read about your adventures 

and see some of the new experiences and activities you are 

taking part in.  

There have been many 

things to celebrate such as 

Lexi and Adamôs wedding 

(pictured left) ï HUGE 

congratulations to you both! 

There have been lots of 

achievements too such as 

Hassanôs 140 mile tandem 

ride across Europe ï see 

page 3 for more details, 

young people passing 

exams and being accepted 

into university, success at 

Judo competitions and many of you developing skills and 

confidence to try new things.  My son Kion has bought himself a 

Honda Goldwing motorbike and is enjoying getting out on the 

open road with his stepdad and grandad (although it gives me 

nightmares!). He has also been following his beloved 

Rotherham United Football Club around the Country.  

 

Sadly, we have had to say goodbye to some members of our 

community this year. Our thoughts are with Rob, Stephen and 

Connorôs family and we send them our love and best wishes. 

 

A warm welcome to ASUK 

We have had quite a few changes at ASUK. We welcomed our 

new Chair (Sharon) and Vice-Chair (Kez) along with new 

members Carol, Haris, Mokey and Jane to the Board of 

Trustees. Trevor and Alex have stepped down from the Board 

but we are really pleased they have agreed to continue to 

volunteer with the ASUK team. 

 

Jane Biglin our Senior Family Support Worker retired in April but 

Jane will remain part of the team as she joins our Board. 

 

Sarah Oliver and Toni Smith joined us as our new Alstrºm 

Syndrome Care Coordinators earlier this year and they have 

fitted into the ASUK team perfectly. Toni has been helping to 

coordinate clinics and Sarah has been supporting people with 

benefits, education and social care assessments. Together, Toni 

and Sarah have been supporting people to apply for grants. You 

can find out more about their roles on the next page. 

 

New families have joined ASUK and I am sure you will join me 

in giving a huge warm welcome! We will be providing 

opportunities to bring our community together in the very near 

future and we hope you will all join us to meet up with old 

friends and new.  

 

Challenging times ahead 

As we approach winter, please remember that our AS doctors 

recommend that everyone eligible should have the flu, 

pneumonia and covid vaccinations and boosters. 

 

The cost-of-living crisis is likely to hit our community hard so 

please get in touch with us if you need any support. We have 

provided further information and guidance on our  

website http://www.alstrom.org.uk/family-support/ 

You can also find out if you are eligible for emergency funding 

on page 7. 

 

The ASUK Board of Trustees have 

set aside additional funds to support 

our community. Please remember 

that you can apply to us for a health 

and wellbeing grant and adults over 

18 can apply for a Big Activity 

Challenge grant.  

It has been great to see so many of 

you taking advantage of these 

grants. Please speak to Toni and 

Sarah for more information. 

 

Thank you 

As always, a big thank you to all our families, friends and 

supporters and to the medical teams in Birmingham. The 

pandemic still hangs over us and we have some challenging 

times ahead but we will continue to be there for one another.  

 

We are stronger together so letôs stay in touch. 

Stay safe and look after yourself and your loved ones. 

 

 

We are here for you. 

 

Kerry and the ASUK team  

http://www.alstrom.org.uk


Hello, Iôm Sarah Oliver and I am delighted to have become one of the newest members of the 

ASUK team. I'm joining the team as your Care Coordinator and will be working four days a week 

usually on a Monday to Thursday. 

My new role will be a national one supporting people across the UK. I have supported people 

with sensory loss / deafblindness for most of my working life.  

I trained as a secondary school teacher and worked as a special needs assistant in a secondary 

school for a short time, before I started working for the charity Sense in 1998. During my time 

with Sense, Iôve had several roles including 7 years working as an Assessment and Advice 

Officer, this is very similar to my new role as Care Coordinator at ASUK. I also spent 3 years as a 

Care Act Assessor completing Specialist Deafblind Guidance Assessments, these were 

commissioned by Local Authorities across England. I spent two years studying part-time whilst working to complete the Deafblind 

Studies Diploma. This developed my understanding of living with sensory loss and qualified me to be able to carry out specialist 

assessments. Almost two years ago, at the start of the pandemic, I was made redundant from my role at Sense. Since then, I 

have been a support worker for a young person who has complex needs following an accident. 

Whilst working for Sense, I have had the pleasure of meeting some of you and been trusted by you to complete your Specialist 

Care Act Assessments. This enabled me to develop a knowledge and understanding of Alstrºm Syndrome. Jane Biglin and I also 

both worked for Sense at the same time, occasionally working together providing assessments, advice, and support to people 

with Usher Syndrome. 

I live with my family in North Yorkshire and have two teenage sons. One who has just left school, the other who has just started 

his GCSEôs. Apart from spending time with my family and working, I'm also a governor at the local primary school where my 

children used to attend. 

I look forward to meeting you all, hopefully in person at some point over the coming months. As well as catching up with those of 

you who Iôve not seen for a while.  

Please contact me directly if you would like any information, advice, or support. 

I can be contacted by email, sarah.oliver@alstrom.org.uk or by phone or text 07917 958502. 

 

 

Hello, Iôm Toni Smith and I joined the ASUK team as your Care Coordinator alongside Sarah 

Oliver.   

My usual working days will be Tuesday to Thursday. My role will be to help coordinate and support 

the Alstrºm Syndrome multi-disciplinary clinics in Birmingham and the outreach clinic in Leeds. 

I started my early career in an Early Years education setting and then moved into Family Support 

Services. I have experience working within social care fostering and adoption teams as well as 

supporting Looked After Children.  

Throughout the last 10 years I have worked as a Family Support Worker in a Special Needs 

School for children who were aged between 2 to 19 years old. Their needs varied and many had 

complex health care needs. My passion is to ensure everyoneôs voice is heard, supporting the 

equality in services and information offered.  

I live with my family in South Yorkshire and have three sons and two grandchildren.  We enjoy sports so Iôm usually spectating at 

some sort of football or cricket match. I also like crafting. I look forward to meeting you all, hopefully in person at some point over 

the year at one of the multi-disciplinary clinics.  

Please contact me directly if you would like any information, advice, or support.   

I can be contacted by email at toni.smith@alstrom.org.uk, or by phone or text on 07825 384362. 

 

 

Always remember we are only ever a phone call or email away! 

Meet our New Alstrºm Syndrome Care Coordinators!! 

mailto:sarah.oliver@alstrom.org.uk


Where will your adventure take you! 

We have also been able to provide equipment for individuals and families and grants towards the Big Activity Challenge! 

Feeling inspired to have your own adventure - Why not start planning your Adventure today? 

If you are over the age of 18 and are affected by Alstrºm, you can 
apply to ASUK for a small grant of up to Ã500 towards an adventure or 
activity. All we ask, is afterwards you provide some photographs and 
write an article for the newsletter, telling us all about your 
experienceðsuch as how accessible it was, what you achieved, or 
even if youôre going to take it up as a new hobby. If you would rather 
talk to us about your experience, we can help you produce a podcast 
for the ASUK website. 

Once youôve chosen your destination, or activity have a hunt around 
for the best prices and plan exactly what you would like to do. 

How you can apply! 

Get in touch with Sarah or Toni who will send you the application form. 

Hassan, (pictured right) took on his challenge, by cycling on his 
tandem for 140 miles across Europe! 

Hassanôs journey has been captured on film, as soon as it is ready we 
will share with you! 

He is also raising funds for those affected by AS at the same time, you 
can show your support by visiting his JustGiving fundraising page  

https://www.justgiving.com/fundraising/hassanseurotrip 

Could you benefit from a Fitbit?  
Many of you may remember the fitness initiative 

we started in 2016 following a consultation with 

families. ASUK provided Fitbit watches to help 

people focus on exercise, in particular helping to 

measure distance and the number of steps 

walked every day ï thinking through what did it 

mean in everyday activities to achieve 10,000 

steps? Fitbits also helped people to monitor 

things like heart rate and sleep patterns. 

 

We would like to hear from any of you who would be happy to 

share your experience of using a Fitbit.  

 

 ̈ Did you find it helpful?  

 ̈ Did you use the device to monitor activity?  

 ̈ Did it encourage you to maintain a particular level of 

exercise?  

 ̈ Did it encourage you to go out walking?  

 ̈ Do you still use a Fitbit? 

 

If you are happy to share your experiences, we would love to 

hear from you!  

 

Trevor and Kathryn took part in the fitness initiative and Dr 

Richard Paisey has been keeping a record of their activity 

levels over a number of years.  

 

 

 

 

 

Kathryn shares her thoughts: 
 
ñFirstly, depending upon which type you choose 
depends on how accessible it is. Most of the later 
and more up to date versions have touch 
screens. Also, consider what you want a Fitbit to 
do for you. I have a charge 5 which is great. The 
app can be a little fiddly at times. Some sighted 
assistance may be needed for setting up or 
detaching devices from the app. I really like the 
heart monitor and high and low notifications on 

mine. They come in all colours and two sizes of bands. I 
started with a Charge HR and worked my way up to a Charge 
5. Some count climbing floors and others do not. Fitbits are 
generally great but can have issues syncing and you need to 
check computer, tablet and phone requirements to check that 
they are compatible. If not, you will end up with a device you 
cannot use. On mine there are steps, distance, calories burnt, 
steps taken in one hour if below 250 steps, heart rate, heart 
zones, high and low heart rate notifications, mindfulness, 
nutrition, sleep hours, water drunk when logged, food eaten 
when logged, blood glucose level when logged and an ECG 
checker. Thanks! Kathrynò 
 
Trevor shares his thoughts: 
 
ñI love my Fitbit! It helps me to set personal goals and I have 
been much more active since I started wearing it. It has been 
instrumental in keeping me stable over the last few years.ò 
 
 
If you are interested in receiving a Fitbit or another type of 
exercise equipment or monitoring device, please let us know.  
 
ASUK grants are available and we are keen to provide 
support to people with Alstrºm Syndrome to help you become 
more active and to support your health and wellbeing. 
Please contact Catherine Lewis for more information 



Welcome our new Trustees 

You may have noticed there has also been some changes on the ASUK Board of Trustees. 

Due to their length of service on the Board, our Chair, Trevor Parkin and our Vice Chair, Alex Griffiths-Rayson had to step 
down , but they arenôt going far! 

They have both kindly agreed to continue supporting the charity as volunteers. Trevor will work alongside the ASUK Financial 
Services Committee and Alex will work alongside Ann and AS Global. 

 

 

 

 

 

 

 

 

Our new Chair, is Sharon Bates who has been an ASUK Trustee for 3 years. 

Sharon is delighted to tell us a little bit about herself:  

ñI have worked within the NHS for many years, and now work as a Practice Manager at a medical 
centre in Devon. This involves the day to day running of our practice to provide patient care and 
planning future service developments. 

I hope to bring my knowledge of healthcare, NHS systems and my drive to support charities to my role 
as an ASUK Trustee. 

I continue to work in a variety of voluntary roles for local charities; volunteer dog walker for the 
Cinnamon Trust (for 20 years) and I volunteer at a local North Devon animal charity (for 5 years) where I help to care for stray, 
ill or unwanted pets prior to rehoming. I am also the Chair of the Board of Trustees for the North Devon Hospice (having been a 
Trustee for 3 years). 

I enjoy travelling and have been fortunate enough to travel the world over the last 30 years ï and I continue to do so. You will 
often find me walking the great outdoors as I am lucky enough to live close to moors and coastal paths. 

 

Kez Hayat who has been on the Board of Trustee for 9 years is now our interim Vice-Chair. Kez has 
extensive knowledge and experience of Alstrºm Syndrome, through his own lived experience as a 
parent of a Son living with AS.  

Kez is also Head of Diversity and Inclusion at Bradford Teaching Hospitals NHS Foundation Trust, 
which has proven invaluable as we utilise his knowledge on the Breaking Down Barriers project 
Advisory Board. 

We also have four new Trustees joining the Board, Haris Hamid, Carol Prescott, Jane Biglin and 
Mokey Yates. 

 

Haris is part of the Alstrºm Syndrome community and is very enthusiastic to bring his knowledge and 
lived experience to support the Board of Trustees.  

ñI would like to be part of the board because I have Alstrºm so I can use my experience to help 
families understand what Alstrºm is about. I'm keen to learn and will be able to help and participate in 
any new research and development taking place. I have studied  level 3 Business which involved a 
lot of financial elements so my knowledge can be helpful when coming to the board.ò  

Carol, is a Habilitation Specialist as part of the Sensory Needs Team in Bury. Carol has worked with 
many of our young people and families over the years and brings a wealth 
of knowledge and experience of the care and support system. 

ñI have worked for many years in various local government Sensory needs teams. After re training to 
be a Habilitation specialist over 14 years ago I have had the pleasure of taking a journey with so 
many babies, children/ young people and families teaching strategies to develop independence. 

The role introduced me to Kerry over 10 years ago and many wonderful/dedicated staff within ASUK 
along the way. Together we have shared the values that we all hold, and I was honoured to be 
accepted on the Board of trustees at the beginning of this year. I will strive to work hard to ensure 
that all decisions are in the very best interest of the Alstrºm community. Out of work I am very 
blessed that I can take breath-taking walks on the Cumbrian fells/ mountains with family and friends. 
I look forward to working closely together with you all and continue to drive the charity forward.ò 

Haris 


