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A note about the links in the electronic version of the Newsletter

If you can’t open the links to other websites and documents included in this
newsletter, this is most likely to be down the software on your device and how it’s
configured. The best advice if this happens is to try:

° Downloading the PDF: Links often work if you download the PDF file to your
device and openitin a dedicated application like Adobe Acrobat Reader
instead of viewing it in a web browser (Chrome, Edge, Safari, etc.). Browser-
based PDF viewers sometimes have limitations or security restrictions that

block links.

° Update your PDF Viewer: Ensure you are using the latest version of your PDF
application, as updates often resolve compatibility issues with newer PDF
standards.

. Check Security Settings. In Adobe Acrobat Reader, security settings may

block external links. You can adjust these by going to:
o Menu > Preferences > Security (Enhanced).
o You can deselect "Enable Protected Mode at startup" (temporarily)
or, for specific trusted sites, add the URL domains to the "Manage
Trusted Sites" list.
° Use a Different Viewer/Browser: If the links work in one application (e.g.
Firefox) but not another (e.g. Chrome), try switching viewers.
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View From the Chair

An update from Kevin

Welcome to my summer update. | am delighted to share more
news of the activities, events and opportunities that continue
to make our branch such a positive and supportive community
for people living with Parkinson’s, and their families.

| am especially pleased that this newsletter includes a piece
aboutthe Parky Pals’ participationin the inaugural South West !
Parkinson’s Walking Football Festival. It was a great day, even
if the weather was rather less kind than we might have hoped.
Taking partin events like this shows just how far we have come
in creating opportunities for our members to stay active,
social and connected, while also raising the profile of our
branch in the wider community.

Annual Summer Party - now on Thursday 10" September, 2pm to 5pm

The extreme heat forecast for 13" August meant we reluctantly had to postpone the annual
Summer Party in the interests of everyone’s welfare. It is now scheduled to take place at
Frampton Mansell Village Hall on Thursday 10" September from 2pm to 5pm. | really hope
the weather will be kinder this time as it is always a lovely opportunity to get together in a relaxed
setting, enjoy good company and catch up with friends from all corners of our large area.

If you haven’t already done so, please confirm your attendance to Karen, along with any dietary
requirements.

Willow Trust Canal Boat Trip

We also have a Willow Trust canal boat trip planned from Saul Junction on Wednesday 2nd
September. | know this will be a very enjoyable outing for those who take part, so please do have
a look if it appeals to you.

New Exercise Class

We are always looking to add activities to our programme where they can benefit members, so |
am pleased to say we are looking to set up a regular personaltrainer led exercise group. We hope
to arrange a taster session soon, so please watch this space for more information.

Forthcoming Fundraising Events
We also have two important fundraising events coming up.

A Charity Bridge Night takes place on Wednesday 16th September at Cirencester Baptist
Church from 6pm to 9.30pm. Tickets are £15 and are available via the website:
https://www.cirenstroudpuk.co.uk/cafe-bridge-event/

Then on Saturday 17th October we have “PPU9” at Bingham Hall from 7.30pm to midnight,
featuring live music from Organised Chaos, The Abstract’s and PAVO, plus a raffle and auction.
Tickets are £10 each and are available through the branch.

Thank you, as always, for your continued support and involvement. | look forward to seeing
many of you over the coming weeks and to updating you again in the next newsletter.
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2026 Branch Donation to Research
Projects

As you may know, our branch is self-funded and, after covering the costs of running it, we are
able to use any surplus money to fund research, to help other branches if needed or it can
remain in our account.

Over the last four years, our fundraising activities have enabled us to steadily increase the
branch’s reserves while continuing to organise all the events, social and physical activities that
form our “menu of choice” and also increasing our donations to research projects.

Following another successful fundraising year in 2025 and the branch AGM in March, we
agreed to donate £15,000 of our surplus funds to research projects, as we did in 2025. This will
bring the total donated to £50,000 since 2022.

Our process involves the committee narrowing down a shortlist of 4 or 5 from the choice of
around 40 ongoing research projects funded by both the Parkinson's UK and Cure Parkinson's
organisations. Members then have the crucial say by voting on the shortlisted project(s) they
would like our money to be donated to.

The result of this year’s vote was:

Project % of votes
G-2504 - How is energy production affected by Parkinson’s 28.9%
G-2403 - Using information from blood samples to understand the causes 25.7%
of Parkinson’s
F-2402 - Stimulating the brain to treat movement symptoms of Parkinson’s 19.7%
G-2402 - Controlling dopamine production in brain cells 25.7%

Your Committee has now agreed that the £15,000 will be split between the three projects
receiving the largest share of the votes, as follows:

Project Donation % of pot
How is energy production affected by Parkinson’s £7,500 50%
Using information from blood samples to understand the £3,750 25%
causes of Parkinson’s
Controlling dopamine production in brain cells £3,750 25%

Payment to these research projects is scheduled to take place in September.
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Parky Pals Shine at First South West

Parkinson’s Walking Football Festival

By Steve Kaufmann of Cirencester Phoenix Walking Football Club, with
additional photos by team bus driver lan West

Saturday 6 June 2026 marked a special milestone for our Parky Pals team
as we took part in the inaugural South West Parkinson’s Walking Football
Festival, organised by Parkinson’s UK in partnership with Portishead Town
FC and the Walking Football Association.

The festival brought together Parkinson’s and Neuro Walking Football teams from across the
South West, and for Parky Pals it was a step into the unknown. This was the very first time the
team had competed in a tournament environment. With many of the other sides having played
together for considerably longer, the challenge was clear—but our players rose to it
magnificently.

A huge thank you goes to Bathurst Lodge,
whose generous sponsorship covered the
coach hire, allowing the squad and
supporters to travel together in comfort and
style. We are also extremely grateful to
Cricklade Spa & Hotel for sponsoring the
team’s kit, and to the late father of Parky Pal
and Cirencester & Stroud Branch member
Tim Donohoe, whose donation to support
sporting activities funded socks, shorts and
additional boots for artificial grass pitches.

8 CRICKLADE&SPA

The squad, their families, the
management team, coaches and
volunteers gathered at The Arena early on
Saturday morning under skies that could
best be described as “typically British”—
cloudy, damp and thoroughly overcast.
Spirits, however, were anything but
gloomy. Excitement levels rose even
further when the team boarded the coach
organised by Kevin Young, Chair of the
Cirencester & Stroud Branch of
Parkinson’s UK. And not just any coach—
it was none other than Swindon Town
FC’s team bus!

EARL BATHURST LODGE No. 6313 Consecrated
2" November 1946

A KEYSTONE LODGE

William Bathurst Lodge of Mark Master Masons
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Arriving in style at Portishead Town FC, Parky Pals looked every inch the professionals.
Unfortunately, the weather had not received the same memo. From arrival until the final whistle
of the tournament, the rain barely let up, providing a stern test of waterproofs, umbrellas and
determination.

The competition featured twelve teams split
into two leagues. With a large squad
available, manager Duncan Stone faced the
enviable but challenging task of ensuring
everyone got valuable game time while
maintaining the team’s competitiveness. He
managed the balancing act superbly, with
every member of the squad making an
important contribution throughout the day.

Parky Pals opened their tournament
account with an impressive 1-1 draw
against Swindon Shakers 1, before repeating the scoreline against the Posset Panthers. A hard-
fought third match saw a narrow 1-0 defeat to Bristol City Robins Foundation, followed by a
goalless draw against Taunton Trailblazers 2. The final group game ended in defeat against
Dorset Parky Striders 1, but by then the team had already demonstrated that they belonged on
this stage.

While goals were hard to come by
across a day of closely contested
matches, all three of Parky Pals’
goals were scored by James
Kilminster, whose finishing provided
the team with memorable moments
in their first-ever tournament
appearance.

1§

For a team making its tournament
debut, the performances throughout the day were outstanding. The players showed resilience,
teamwork, skill and plenty of determination against experienced opposition. Most importantly,
they proved that Parky Pals can compete with the best.

Representing Parky Pals were:

Richard Alcock Ray Dowd Mark Jee Dave Trinder
Paul Barton Peter Farrow James Kilminster Terry Ward
John Batten Martin Hanington Stuart Lee Dennis Worsfold

No football team is complete without its supporters, and special thanks must go to our three
loyal members from CPWFC—Adrian, Rob and Peter Ackary—who provided fantastic
encouragement throughout the day. Despite the increasingly wet conditions, they remained in
fine voice and proved to be first-class cheerleaders from the sidelines.

A special mention should also go to the tournament officials, whose refereeing standards were
generally excellent throughout the day. Although one referee did provide a memorable moment
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when he threatened to book Kevin Young for enthusiastically sharing his views from the
touchline. Thankfully, football’s disciplinary system does not yet extend to travelling supporters
on luxury team coaches!

Finally, sincere thanks go to Kevin and Karen Young, whose hard work behind the scenes
ensured the day ran smoothly. From organising travel arrangements and logistics to helping
coordinate the squad’s participation, their efforts were instrumental in making the trip such a
success.

Despite the relentless rain, the first South West Parkinson’s Walking Football Festival was a
tremendous success and a fantastic experience for everyone involved. Parky Pals can return
home proud of their performances, grateful for the support received, and already looking
forward to the next opportunity to pull on the shirt and compete again.

After the event, we received this feedback which we think sums up Parky Pals
beautifully:

Talking to many of the players during the day and on the bus, what a way to travel in
style. The main thread of conversation was the following:

1. It’s not just playing football, it gives the parkies a sense of normality and their
independence back.

2. Being part of ateam and working together and a time when they can forget this
awful disease and what it takes from them.

3. Seeing and playing other teams, knowing they are not alone and a feeling of
pulling together and not letting PD overwhelm them.

4. Building confidence knowing they can do normal things such as playing
football.

5. They want more sessions every other week is not enough.

Please pass on our thanks and gratitude to all the volunteers and coaches at
Cirencester Football Club who work so hard to deliver football to our Parkinson’s
team. It’s something they all really look forward to doing.

p Parkinson’s UK
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The Glass Witches of Cam

Cam group enjoyed a relaxing creative glass workshop with Dale and Annie
from Glasswhitchery in April. A thoroughly enjoyable morning with some
lovely pieces produced. Big thankyou to Dale and Annie for their excellent
instruction, advice and support.

p Parkinson’s UK
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One Million Meter Row for Parkinson’s

An update on the gargantuan undertaking to raise funds for Parkinson’s UK
and our branch by Lester Murphy, a local Gulf War veteran who is himself

living with Parkinson’s

At 65 Lester resolved to
confront his Parkinson’s
diagnosis head on with a
huge physical and mental
challenge: to row one
million meters on a
Concept2 indoor rowing
machine from the 1st May
2026 until the 30th April
2027. That’s the
equivalent of rowing from
London to Berlin or 24 full
marathons!

11

e
I

As he says on his GoFundMe page, "When you get diagnosed with Parkinson's life does instantly
change, however there are ways to deal with the diagnosis and delay the symptoms. | know
everyone's P.D. journey is different and mine is one of inspiration and determination to keep my
illness at bay as long as | am able without any form of medication, And to inspire and encourage

others like me to live life to the full whilst you are able.

For this difficult challenge | have decided to donate half the funds raised to Parkinson's UK and
the other half to my local Parkinson's branch which is the Cirencester and Stroud branch.”

To date, Lester has rowed 553,039 meters, in a total time of 49:01:17:9, averaging 5,821 meters
per day. He is well on course to meet his amazing target and has raised £810 so far.

Anyone wanting to donate to Lester’s challenge can do so here.
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Research Update

Welcome to the section of the newsletter where we look at selected research
developments.

A new drug for the treatment of early stage Parkinson’s

A new drug treatment for Parkinson’s is currently with the US FDA for approval. The drug called
Tavapadon is a novel highly selective partial agonist which targets different receptors from
existing drugs. Tavapadonis taken once daily and can be taken alone orin conjunction with other
drugs such as Sinemet and Madopar. It is hoped that the new drug will have fewer side effects
than existing drugs including the reduction or absence of impulse control disorders which are
prevalent as a side effect of dopamine agonists.

If Tavapadon is to become available in the UK it would require NICE approval and NICE would
have to balance the potential benefits of Tavapadon against the higher costs to the NHS
compared to the existing drugs which are no longer protected by patents.

Could CO; help treat Parkinson’s?

A recent proof of concept study carried out by the University of New Mexico and the US Mind
Research Network suggests that intermittently increasing an individual’s carbon dioxide levels
in their blood could help flush toxin waste products out of the brain and as a consequence might
help prevent Parkinson’s.

In recent experiments with healthy individuals and people with Parkinson’s it was found that
delivering rhythmic pulses of CO; rich air for short periods improved the flow of the brain’s
waste clearance systems.

Researchers say that more work is needed to confirm the results of the study and to evaluate
the clinical relevance of this approach.

From Parkinson’s UK’s August Network News: Early results show new drug could reduce
damage to brain cells linked to Parkinson’s symptoms

iRBD and Parkinson’s

A pioneering global clinical trial has published exciting first results showing that a new drug,
SNT-4728, can significantly reduce brain inflammation. Developed by Syntara and funded
through a partnership between Parkinson’s UK and the Parkinson’s Foundation, the drug was
trialled in 41 participants with isolated REM sleep behaviour disorder (iRBD)—a high-risk sleep
condition where 7 out of 10 people develop Parkinson’s within 15 years. Over a 12-week period,
brain scans revealed that participants taking the daily drug had significantly lower inflammation
in the putamen, the brain region controlling key movement symptoms like stiffness and tremors.
Crucially, the trial also demonstrated that the drug is safe to use with no major side effects, with
full detailed results expected later this year.

p Parkinson’s UK
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Marisa was diagnosed with iRBD in 2018, and took part in the clinical trial:

“At the time | was diagnosed experiencing iRBD symptoms around a couple of times a week.
Occasionally they’re physical: flinching or tapping my feet as though I’m running on the spot.
But more often, | speak or shout in my sleep. It’s often quite rude, which apparently is common!
| felt quite altruistic about being able to make a contribution to helping people understand
Parkinson's. | have an aunt who's got Parkinson's and | know that she's struggled. So, it feels
good to be able to get involved in helping that big bank of knowledge to develop. But also, if the
drugis successful and it comes to market, | could end up taking it and it might prevent me from
ever developing Parkinson's. Or at least it could help me keep symptoms to a minimum.”

What does this mean?

Dr Lynsey Bilsland, Managing Director of the global drug development programme, said: "By
targeting Parkinson’s symptoms before they appear, we can potentially slow, or even stop, the
condition in its tracks. That’s why these results from Syntara’s phase 2 trial are an exciting
milestone and moment for people living with Parkinson’s and potentially other neurological
conditions. These findings pave the way for further trials that could result in a drug that can slow
or stop Parkinson’s symptoms progressing, something no drug can currently do. Our drug
development programme, funded in partnership with the Parkinson’s Foundation, is working
and driving forward the most promising treatments. We’re not stopping here. This is one
potential life-changing treatment, and we’ll keep accelerating more as we continue to build our
understanding of the causes, and search for a cure for Parkinson’s."

Reminder: Parkinson’s UK Research Webinar

Join us to learn how Parkinson’s UK is leading the search for the cause, a cure, and
better treatments. Hear from Professor David Dexter (Director of Research) and Claire
Bale (Associate Director of Research), with plenty of time for questions.

When: Monday 14 September, 12 - 1pm OR Friday 18 September, 2 - 3pm
Where: Online via Zoom
Registration:

Register for the 14 September session
Register for the 18 September session

Note: If you cannot attend live, the session will be recorded and shared later. For
questions, please contact Liz Nash at lnash@parkinsons.org.uk or 020 7963 9398.

Editor’s Note: Kevin Young is one of a select few to be invited to the Royal Institute of
Physicians in London on 17th September to hear about the progress being made in
research. Dr David Dexter and several leading researchers will be in attendance in an
event hosted by Jane Hill of BBC News. He will report back on how it goes.
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Parkinson’s In The Media
A selection of stories from assorted media outlets over the last quarter.

Newswise (13 June): Brain Stimulation That Adapts to
Parkinson’s Patients’ Every Step. San Francisco researchers have

developed a new form of deep brain stimulation (DBS) that adjusts
in real time as a person walks, helping improve gait and reduce
falls in people with Parkinson’s.

Daily Star (5" June): Man told shakes were caused by 'too much tea'
diagnosed with Parkinson’s at 20. John Granahan was just 13 when
he started to shake uncontrollably in his English class - he was later
diagnosed with early onset Parkinson's disease at just 20-years-old.

Daily Mail (23 June): Highly toxic herbicide linked to Parkinson's
disease approved for Australian farmers despite being banned in 70
countries. Paraquat cleared with strict new restriction. Organisation

warns Parkinson's risk remains.

The Independent (27" May): Julie Andrews makes rare public
appearance in emotional Parkinson’s plea. Dame Julie Andrews has
made a rare public appearance to raise awareness of Parkinson’s
disease.

BBC News (13" June): 'Pickleball means my wheelchair stays in the
shed'. Awoman who was "shattered” after receiving a Parkinson's
diagnosis said her wheelchair was never coming out of the shed
again after feeling the benefits of pickleball sessions for people with
the condition.
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Daily Record (31t May): Blood test could detect Alzheimer's and
Parkinson's 17 years early. An experimental blood test may be able
to detect Alzheimer's disease almost two decades before a typical
diagnosis.

Hello! (31t May): Alan Alda shares honest reality of living with

Parkinson's at 90: 'lt's a game' The Marriage Story star was "
diagnosed with Parkinson's in 2015, going public with it in 2018, but

has continued acting, most recently in The Four Seasons

Imperial (27" May): Ultrasound shows promise as a non-invasive
treatment for brain inflammation. Neuroinflammation contributes to
the progression of several neurodegenerative conditions, including
Alzheimer's and Parkinson's, affecting millions of people worldwide.

Parkinson’s.co.uk (3" June): Kristina Murrin CBE joins Parkinson’s
UK as trustee and chair elect. We’ve appointed Kristina Murrin CBE
as a trustee and chair elect, bringing an exceptional leader to the
Board of Trustees at a pivotal moment for us.

Editor’s note: Kevin Young was involved in Kris’s recruitment and
he is confident will be a sure to have a visit once she gets
established.

Fox News (29" July): Carly Simon reveals the common condition
that masked her Parkinson's diagnosis . Joint stiffness, difficulty
walking and gait changes overlap between the two conditions,
neurologist says

p Parkinson’s UK
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Network News

Some highlights from recent Parkinson’s UK Network News.

Parkinson’s UK online physical activity sessions

Are you looking for a safe and supportive way to become more active?

Join Richard from Brand Inc Fitness and Parkinson’s UK for a series of welcoming online
physical activity sessions designed specifically for people living with Parkinson’s. Whether
you're taking your first steps into physical activity or returning after a break these sessions offer
a friendly and inclusive environment where everyone can participate at their own pace.

Dates of online sessions: Wednesday’s 1pm-2pm
e Wed 23rd Sept
e Wed 28th Oct
e Wed 25th Nov
e Wed 16th Dec.

For more information including registration please see here.

Become a Parkinson's Beats Instructor - Funded Training Opportunity

Are you passionate about helping people with Parkinson's become more active? We're looking
forindividuals, exercise professionals and community organisations to join our growing
Parkinson's Beats programme.

Parkinson's Beats is an exciting, evidence-informed exercise drumming programme that
combines movement, rhythm and music to improve physical activity, confidence, wellbeing and
social connection for people living with Parkinson's. Building on the success of the programme
in Scotland, we're now offering 16 funded places on the accredited DrumTastic Level 2
Instructor Training to expand provision across more communities.

Successful applicants will receive:
e Fully funded accredited DrumTastic instructor training
o Parkinson's-specific training delivered by specialist physiotherapists
e Ongoing support and access to online learning resources
e The opportunity to establish and deliver Parkinson's Beats sessions in their local
community

If you'd like to bring this fun, inclusive and uplifting activity to your area, we'd love to hear from
you.

(¥ Read the information pack and complete the application form to apply HERE.
Application deadline: Monday 31 August

p Parkinson’s UK
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Registration for Par-Con 2026 is open!

Par-Con, the Parkinson’s UK community convention, is our 2-day in-person and online event for
the Parkinson's community.

When? 13 and 14 November 2026
Where? Online, or at The Vox Conference Venue, Resorts World, Birmingham

Join us in-person and experience a friendly and inclusive space for you to explore activities,
stalls and talks. Allin an inclusive space for you to connect with others in the Parkinson’s
community.

e Day 1tickets: £15

o Day2tickets: £10

Or choose a free online ticket and browse the range of sessions. Hear from researchers,
healthcare professionals and the wider community at Par-Con, on topics such as:

e Why does Parkinson’s affect people differently?

e Whyis sleep so important for Parkinson’s, and how can we improve it?

e How can we tackle the hidden symptoms of Parkinson’s?

e And many more!
Take a look at the full agenda!

Register now! For more information and to secure your place, please visit our Par-Con
webpage: parkinsons.org.uk/par-con

If you have any questions about the event, please contact the Emma at
researchevents@parkinsons.org.uk or on 020 7963 9253.

p Parkinson’s UK
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Future Newsletters - Help!

A request for contributions

We are considering replacing - or possibly alternating - the Profile section of the Newsletter
with a regular section about making life with Parkinson’s easier. This could include literally
anything that you may have found helps you with your/your partner’s Parkinson’s and may
therefore be useful for others in the group to know about. Some possible examples are:

adjustments you have made to your daily routine to manage symptoms

ways you have found to better manage your medication

a specific book, online resource or other information source you have found helpful
managing or mitigating apathy

how you make exercise work for you

tips or tricks for engaging with and getting the best from neurologists/doctors/nurses
using technology to make everyday life easier.

These are just a few thought-starters and the potential list is probably endless. But the
success of such a section in the newsletter would depend completely on contributions that
we receive from you. You would be able to contribute anonymously if you prefer.

To give an indication as to whether there is demand for this, and a willingness to contribute,
there is a very quick online survey here. Your views submitted via the survey or by email to
cirenstroudpukcomms@outlook.com would be very much appreciated.

Branch, National & Regional Contacts
| PARKINSON’S UK- CIRENCESTER & STROUD BRANCH-CONTACTS |

Phone

07586 532635

Website

www.cirenstroudpuk.co.uk

Email: Branch Matters

cirenstroudpuk@yahoo.com

Email: Newsletter & Comms

cirenstroudpukcomms@outlook.com

Facebook

www.facebook.com/cirencesterandstroudpuk

Instagram

www.instagram.com/cirenstroud_puk/

LinkedIn

www.linkedin.com/groups/15696030/

Helpline 0808 800 0303

Website www.parkinsons.org.uk/

Email hello@parkinsons.org.uk

Facebook www.facebook.com/parkinsonsuk/
Facebook — South West www.facebook.com/Parkinsonsuksouthwest
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p Parkinson’s UK

Cirencester and Stroud Branch
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