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BRANCH MEETINGS
HAVING TECHNOLOGY PROBLEMS? AbilityNet
WILL SOLVE THEM FOR FREE
Our April face-to-face meeting was, unexpectedly, a
hybrid one. This was because our speaker, Andrew
Harding of AbilityNet, couldn't meet us in the flesh as
a problem with his back meant he was unable to
travel by car. So this put the concept of a hybrid
meeting to the test a bit earlier than planned!
But it certainly didn’t stop Andrew getting has
message across, which could well be extremely useful
to many of our members. As he explained, AbilityNet
is a charitable organisation that provides free help in
using technology for people who need it, in particular
the disabled, and also the elderly.

then they put you in touch with one of the 350
volunteers that AbilityNet operates across the UK. The
volunteer will first try to provide assistance over the
phone, to see if the problem can be solved in that
way. But if not, an experienced IT person will come
out to visit the caller and get the problem solved.
Again, this is all completely free.
Andrew went on to offer some tips about various
aspects of technology. One was how to make the
most of using Zoom, the software application that has
been used by millions across the world during the
Covid pandemic. One feature of Zoom that many
people do not know about, Andrew said, is that it is
designed to pick up sound from a distance as well as
from people speaking directly into a microphone. So
beware of saying things you don’t want the audience
to hear! Make sure you have muted yourself first.
Another useful feature of Zoom is to use ‘Breakout
Groups’, which are particularly valuable if you have a
large audience and want to conduct a discussion. This
simply won’t work unless you divide those involved
into smaller groups, which is what Breakouts enables
you to do. The person in charge of the meeting can
allow (or not) any Breakout Group to return to the
main meeting at a particular time. They can also limit
how long a group lasts.

Branch Secretary Keith managing our first hybrid meeting,
with Andrew Harding of AbilityNet (on the screen).

By helping people with disabilities (adults and
children) to use computers and the Internet,
AbilityNet not only solves specific problems they may
be having. In the process, it can give them the
opportunity to change their lives at work, at home
and in education.
The key part of its service is based on a helpline which
can be called for free on 0800-048-7642. You describe
the nature of your IT problem to the help desk and

Another topic was entitled Staying Safe, for example
by spotting spam of various kinds. In particular,
beware of any message that asks you to do something
immediately – especially if this has come out of the
blue and has nothing to do with anything that you
have initiated. Also, never click a link in an email
unless you are totally sure about where it has come
from. And look out for poor English, and messages
that have no personal element.
Overall, it was a very useful introduction to an
organisation that could be of great help. Note its
name and number! (0800-048-7642, email:
enquiries@abilitynet.org.uk.
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NEWS, EVENTS & PEOPLE
BUILDINGS LIT BLUE FOR WPD
The article pictured was published in the Ely Standard
the week before World Parkinson’s Day on April 11.
The idea was to explain to people in advance why the
famous Octagon Tower of Ely Cathedral was bathed in
blue light.
Previous instances of
colouring the Octagon
had left people
somewhat mystified as
to why it was green, for
example. But most have
worked out why it is
frequently now blue and
yellow – the colours of
Ukraine’s flag.
On the day itself,
another building that
went blue for WPD was
Cambridge Guildhall.

Interestingly, Mike said that if he could go back 20
years, his approach towards his father’s Parkinson's
would be different. “I would have paid a lot more
attention and probably been harder on him – for
example, getting him exercising, and making him take
on a bit more responsibility.”
He cited his father’s major problems with sleep, for
which he has a device to help him, but he often
doesn’t turn it on! He forgets to take his medication –
a very common problem with Parkinson’s patients.
This of course makes life hard for his mother, his
father’s main carer.
Tindall said he believed the science was there, and a
cure would eventually be found, and already drugs –
often repurposed ones – are well on the way to
completing the necessary trials. Examples include two
diabetes drugs, exenatide and liraglutide, which has
already had some significant effects on non-motor
symptoms.
Finally, he was asked what advice he would give to
people who had been very recently diagnosed, and
also to their families. “There is lots of information out
there. So get access to it. Stay active. And have a good
look at your diet.” Finally, he was asked how good his
father was at listening to this advice and he
immediately replied, “terrible”. That probably struck a
chord with many of us!

ERRATA & APOLOGIES

On a more national scale, an event that reached
millions was the BBC Breakfast Show, which featured
the England rugby player, Mike Tindall, being
interviewed by Sally Nugent and John Kay.
Mike’s father, Philip, has been living with Parkinson’s
for two decades. Mike spoke about the symptoms of
Parkinson’s, which he said numbered about 40. And
plenty of these were not motor symptoms, such as
sleep problems, depression, confusion and chronic
pain. He said these symptoms often prove worse than
the better-known signs of Parkinson’s like tremor and
stiffness. Frequently, this range of symptoms means
many PwP have to take a massive concoction of drugs.

An apology is due to Deb Liddington, who is a member
of our branch, Cambridge, not the Uttlesford one, as
was stated in the previous issue. Also, the picture with
the article that was supposedly Sawston Community
Hall, wasn't! If readers spot any more mistakes, email
the editor.

RECENTLY DIAGNOSED? THE FIRST STEPS
PROGRAMME CAN HELP
A programme called First Steps, for people newly
diagnosed, has been launched by Parkinson’s UK that
aims to give them the information and support they
need to make sense of their diagnosis and to start
living well with Parkinson’s.
Parkinson's UK says feedback from people who have
taken part has told them that the programme is
suitable for people who are looking for ways to make
sense of their diagnosis, who don't yet know about
the information and support available to them, and
who feel ready to meet other PwP and their family,
friends and carers.
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People take part from the comfort of their own home,
joining a small group of 8-10 other people recently
diagnosed. Some people attend a First Steps course
with a member of their family or a friend, others
attend on their own. There is plenty of opportunity to
ask questions, share experiences and connect with
people who are at a similar stage in their Parkinson’s.

PAUL MAYHEW-ARCHER HELPS OUR BRANCH
CELEBRATE ITS 40TH ANNIVERSARY

Hosted by volunteers who have Parkinson's, the
programme features three 2.5-hour sessions on Zoom.
Sessions 1 and 2 take place over a week, or weekend,
and Session 3 happens four weeks later. To take part,
you need a device with a webcam and a reliable
internet connection. Parkinson's UK offers support on
getting started with Zoom and using key features.

For those not familiar with Paul, he is a highly
successful TV comedy writer and producer who has
written some of the best loved shows on the BBC.
They include the Vicar of Dibley, Mrs Brown’s Boys,
and the screen version of Roald Dahl’s comic play, Esio
Trot, which starred Judi Dench and Dustin Hoffman.
He has also produced the hugely popular Radio 4
show, I’m Sorry I haven't a Clue.

The contents of Session 1 are making sense of the
diagnosis, facts about Parkinson’s, and the healthcare
professionals who can help people to manage their
Parkinson's. Session 2 centres on the information and
support that's available to PwP, the practical things
people need to know about, such as employment,
driving and prescriptions, and the critical importance
of physical activity.

A definite date for your diaries is 7pm on the evening
of Tuesday, August 23, when Paul Mayhew-Archer will
be performing a live comedy show. Paul has agreed to
do the show to help us celebrate the 40th anniversary
of the founding of the Cambridge Branch.

The show, which is entitled ‘Incurable Optimist’, will
take place in the
auditorium of
Fitzwilliam
College, which
some members
will know as it
has staged the
GretschenAmphlet
memorial
lectures in the
past. It will be an
updated and
extended version
of the show that
Paul toured
round the UK in
2019. As he puts it: “Incurable Optimist is an inspiring
show about the therapeutic power of comedy and
laughter from a man who is not contagious but is well
worth catching.”

Session 3 comes four weeks later, when there will be
two separate group discussions: one for people living
with Parkinson's, and another for family, friends and
carers, plus tips for coping on difficult days, and the
support options available for family, friends and
carers.

Do plan to join us. Save the date now, and keep your
eye on Keith’s twice-monthly emails for details,
including how to buy your tickets. These will cost £20
each (this event is also raising funds for the Branch)
and will include a celebratory glass of wine at a
reception before the show, starting at 6pm.

According to Parkinson's UK, people who have done
the Programme say it has made them feel less alone,
thanks to meeting other people in a similar situation,
and more positive, motivated and confident in moving
forward, and better informed about the information
and support available to them. For more, contact the
First Steps team on 020-7963-9381 or
firststeps@parkinsons.org.uk.

The reception will be in the foyer next to the
auditorium. People who find it difficult to stand for a
long time should hopefully be able to find a seat,
either in the auditorium or the foyer. Please spread
the word and come with friends and family to support
Paul, Parkinson’s, and the Branch – as it embarks on
its next 40 years!
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SCIENCE & RESEARCH
CAN DEEP SLEEP SLOW DOWN PROGRESSION?

collects in the brain. The resulting large deposits,
called Lewy bodies, are hallmarks of Parkinson's and
Lewy body dementia.

We all know we need a decent night’s sleep, but we
are slowly finding out that sleep could be a powerful
tool in the fight against Parkinson’s. Sleep
disturbances are common in Parkinson’s, and what
specific effects they have is a key area of study. Swiss
researchers in Zurich say emerging results of their
sleep research could ultimately provide important
benefits for PwP.

To test their claim that increasing slow-wave sleep
may benefit the Parkinson's brain, the researchers
used mouse models. These showed that sleep
deprivation increased alpha-synuclein, while
enhancing slow-wave sleep (using a drug, sodium
oxybate) reduced it. Soluble waste proteins are
eliminated during NREM sleep. This may explain why
extending it may slow down Parkinson's progression.

They say that slow-wave sleep alterations show
correlations with Parkinson's symptoms and
progression. Slow wave sleep is the period of nonrapid eye movement (NREM) sleep characterised by
high amplitude, low-frequency brain waves. It is the
deepest, most restful stage of sleep and believed to
be when memory consolidation occurs.

Another research area centres on sleep problems in
chronic traumatic encephalopathy, or CTE, which is
linked with repeated head injuries caused by activities
like boxing and football. People with CTE have
problems such as excessively moving their limbs and
shouting during dreaming.

The team suggest restoring healthy deep sleep may
limit the accumulation of toxic levels of the protein
alpha-synuclein in the brain, and thus help slow
progression of Parkinson's. Using better sleep to
achieve this may seem unusually simple, but
increasing numbers of scientists see sleep as a potent
medicine whose full power has yet to be harnessed.

As with Parkinson's, people with CTE are at increased
risk of alpha-synuclein aggregating in the brain and
Lewy body dementia. The Swiss team suggest their
work could lead to clinical studies involving PwP.
“Sleep plays an important role in Parkinson's
pathophysiology and manipulating slow-wave
sleep might be therapeutic,” they say.

STATINS COULD BE A POTENTIAL TREATMENT
Taking statins – drugs that help to prevent or reduce
the risk of heart disease and stroke – could also have
beneficial effects for Parkinson’s. Researchers
estimate statins could cut the risk of getting
Parkinson’s and some are calling for them to be
explored as a potential treatment.

Deep sleepers: Koala bears sleep up to 20 hours a day.

Decades of research have established that sleep is
essential for the brain, improving concentration and
mood while conscious. During sleep, the body reboots
and replenishes, helping the immune system, and
releasing hormones that repair cells and control
metabolic rate. Blood pressure rises and falls as
cardiovascular health is fine-tuned.
Alpha-synuclein plays a critical role in the healthy
brain by actively inhibiting neurotransmitters when
they are overexpressed. But in Parkinson's, too much

A trial conducted by the American Academy of
Neurology over a six-year period tracked 3000 people
with an average age of 76, who were taking statins,
and found that they were around 16% less likely to
develop Parkinson’s. They also examined the brains of
more than 1000 people who died during the study,
(continues second column page 5)
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VIEWPOINT
One thing that surprises virtually everyone not involved in
medical research is the time it takes to develop, and
especially to trial, new drugs and treatments.
Developing a drug and reaching the point when all patients
can receive it typically takes 10-15 years, or even more. This
seems an inordinate amount of time, and is certainly
frustrating for people with conditions such as Parkinson’s.
Can anything be done to significantly reduce this period?
Hopefully yes: two separate developments are now
happening that should have a considerable impact.
The first has been widely covered in reports about
Parkinson’s: drug repurposing. This starts with a drug
already developed for a specific condition, like diabetes.
This means it has been comprehensively trialled and shown
to be safe. So if there are reasons why it might help treat
other conditions, it can be prescribed for them far more
quickly, within months rather than years. Such a tactic
seems obvious enough to the layperson – indeed, it makes
you wonder why it took so long to emerge.
The second development is nothing like as widely known,
but it could actually be even more important. That is
because it has the potential to speed up the development
of any kind of drug or medication, especially radically new
ones. In essence, it is a new way of conducting trials, called
‘Platform Trials’.
The essential point of Platform Trials is that they are
inherently more flexible than conventional trials. With a
Platform Trial, several versions of a treatment – known in
medical jargon as ‘interventions’ – are tested
simultaneously. ‘Multiarm’ (an arm is an intervention) and
multistage (a stage being an evaluation) are also terms used
to describe this approach to trialling.
“Platform Trials can offer unique advantages over the more
commonly used designs,” say the authors of an overview
academic article. “Platform trials are ‘disease-focused’
because they allow for more efficient evaluation of multiple
interventions.” So, disease-focused trials ask: “What is the
best intervention for a given disease?” Conventional trials
merely ask: “Can this offer benefit over current care or
placebo?”
Use of Platform Trials is growing, especially for cancer, but
also for Alzheimer’s, elective surgery, and pneumonia. With
cancer, platform trials make it possible to evaluate multiple
interventions using a common control. Also, new
interventions can be added during the trial.
Over the next few years, a sizeable number of new
potential drug treatments for Parkinson’s should emerge
from repurposing. Combined with Platform Trials, we could
see a transformation of the whole drug development and
trialling process. This would only be good news for PwP.

(continued from page 4)

looking for signs of atherosclerosis – when arteries
become clogged with fatty substances restricting
blood flow to the brain. They discovered the statin
takers were nearly 40% less likely to have thickened
arteries. The researchers say the lower risk of
Parkinson’s could be the result of maintaining this
healthy flow of blood to the brain.
Dr Becky Port of Parkinson’s UK said this research
added to growing evidence that statins could reduce
the risk of developing Parkinsonisms. “The results also
highlight how poor cardiovascular health can have a
direct link to the development of conditions like
Parkinson’s,” she said.
In England at the moment, about 8m people take
statins. Since 2014, the NHS has recommended that
all those over 75 are offered statins, as well as others
in their 60s, with conditions such as diabetes. There is
evidence that statins can help prevent other diseases,
including vascular dementia, which is caused by the
furring of arteries in the brain.

WPC PUTS SPOTLIGHT ON TO STEM CELLS
The World Parkinson's Coalition is putting its next
Research Spotlight on two doctors, Malin Parmar and
Agnete Kirkeby, who are pioneering the development
of stem cells as a treatment for Parkinson's.
The event takes
place online on
Wednesday, May
25, from 5-6pm
BST. Dr. Parmar
(pictured) is a
professor in cellular
neuroscience at
Lund University in
Sweden and also works at the New York Stem Cell
Foundation. In her lab she has shown in a series of
high-profile publications how human fibroblasts (cells
in connective tissue) can be converted into neurons,
how glial cells can be reprogrammed into neurons in
vivo, and how functional dopamine neurons can be
generated from human embryonic stem cells.
She is a leading figure in the European project, STEMPD, (together with Cambridge’s Professor Roger
Barker, who is the interviewer for the WPC Research
Spotlight events), which aims to bring stem cellderived dopamine neurons to clinical trials. She also
works with other researchers and industrial partners
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to develop new, cell-based therapies for Brain Repair,
focusing on Parkinson’s.

NEW HOPE FOR ADVANCED PATIENTS WITH
WALKING AND SLEEPING

Dr. Kirkeby is an Associate Professor at Copenhagen
and Lund Universities, and works on stem cell
research and studies of human neural development.

In its later stages, Parkinson's can confine sufferers to
a bed or a wheelchair, and also cause major problems
with sleep. New research is offering potential relief
from these two debilitating symptoms.

To take part in the event, register at
https://www.worldpdcoalition.org/page/WPCResearc
hSpotlight2022contact.

IS IT TIME FOR A NEW WATCH?
Fancy a new watch? If you do, hold on for a bit
because you may well get one on the NHS and save
yourself £175. A project financed by the NHS is now
underway, giving smart watches to People with
Parkinson's (PwP). The watches go under the
impressive title of
Parkinson’s
Kinetigraphs. They
collect information
24 hours a day for a
set period, as
patients go about
their normal lives.
The data they
collect is then sent
to doctors and analysed to see how well the wearer’s
medication is working. The watches also track sleep
quality and any excessive movement, or lack of it, and
can buzz to remind patients to take their medication.
The Kinetigraphs have been developed by the
University of Plymouth. Hundreds of people have
already taken part in the project, and there are plans
for it to go nationwide, possibly giving a watch to
everybody with Parkinson’s in the UK – around
120,000 of us. As well as the smart watch, patients get
direct email and phone support, and have to fill in
questionnaires featuring data such as symptoms that
might not be picked up by the watch.
A person with Parkinson’s, John Whipps, helped to
design the system. He says he was prompted to do it
to relieve some of the stress involved in appointments
with consultants and having to remember everything
you wanted to tell them. Now you don’t need to rely
as much on your own perception, he says.

One problem results from a condition called
orthostatic hypotension, which occurs when a person
stands up and their blood pressure drops, causing
dizziness and even fainting after a couple of steps. In
Parkinson's, it happens because a regulator in the
brain that normally ensures adequate blood flow to
the brain has been disrupted.
French
researchers,
Jocelyne Bloch,
and Gregoire
Courtine, have
found that a
spinal cord
implant could
help. Previously,
they revealed
that such an implant (pictured) had enabled three
paralysed people to walk again. Both were also
involved in the latest research, which tested a similar
implant on a 48-year-old woman.
Before receiving it, the woman would faint after a
taking a few of steps. Three months after the surgery,
she was able to walk more than 250 meters using a
walking frame.
“She is not cured – she would not run a marathon –
but surgery has clearly improved her quality of life,”
Bloch said.
The implant usually mimics how the brain sends
electrical pulses to muscles, to reconnect a severed
link. But for orthostatic hypotension, it stimulates the
regulator in the brain that sends more blood when
people stand upright.
One thing that is not yet certain is whether the kind of
orthostatic hypotension seen in Parkinson's can be
fixed solely by stimulating the regulator that the
implant targets.
Insomnia is another common scourge of PwP, with
more than 75% having sleep-related symptoms. Sleep
can be affected by uncontrolled shaking, which wakes
patients up. One medication that can help is
apomorphine, but when taken orally, it can cause
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dopamine to spike and then drop, leading to muscle
spasms.
A device similar to an insulin pump that delivers
continuous apomorphine throughout the night could
solve the problem. A new study found that people
using the pump had “significantly improved” sleep
compared to those taking a placebo. Also, the
constraints linked to wearing a small pump are lower
during the night, compared to carrying such a device
around all day.

HARD TIMES BUT FUNDS AND VOLUNTEERS ARE
STILL BADLY NEEDED!
There’s no denying that times are hard for us all. But
as we take small steps – forward – towards the ‘old
normal’, we also need to face the reality that we will
need funds to maintain our support for People with
Parkinson’s (PwP).
There are three ways you might help this year, if you
possibly can, only one of which asks that you put your
hand in your pocket: buy tickets for Paul MayhewArcher’s “Incurable Optimist” on Tuesday, August 23
(see article page 3).

chair-based exercise and one-to-one support for
people living with long-term neurological conditions.
These include – but are not limited to – Parkinson's,
stroke, multiple sclerosis and muscular dystrophy.
Another group, HI Friends, which describes itself as a
‘wellbeing’ charity, is based in Histon and Impington.
“For more than a decade, we have worked with
Pos+Ability to provide specialist fitness instructors,”
says HI Friends’ Charity Manager, Neil Davies. “We use
them to provide classes on Mondays at Histon
Recreation Ground.”
Now, Neil says both
HI Friends and
Pos+Ability are keen
to start a new
specialist fitness
class particularly for
those living with
Parkinson's. Neil can
be contacted on
07502-372852 and
neil@hifriends.org.uk.

REVIEW AND META-ANALYSIS EXAMINES
CANNABIS AS A TREATMENT

The other two events just need your help as a
volunteer: behind a stall on Sunday, July 3, at the
Shelford Feast, and on Friday, August 19, collecting
from shoppers at Waitrose in Trumpington.
The Mayhew-Archer show will celebrate the fact that
the Cambridge Branch has been supporting PwPs for
40 years, so let’s start the next 40 with full coffers!
Please, call Caroline on 01223 314279 or email
carolinebent@me.com to offer your help.

CAMBS GROUPS ORGANISE FITNESS CLASSES
Two groups in Cambridgeshire have been working for
years helping to organise and manage fitness classes.
One, based in Ely, is called Pos+Ability, which offers

Australian researchers have conducted a major
assessment of the effect of cannabis on Parkinson's.
As they say at the beginning of their academic paper,
published in the Journal of Parkinson's Disease (JPD),
the legalisation of cannabis in many countries has
allowed far more Parkinson’s patients to turn to
cannabis as a treatment than was the case only a few
years ago.
The result is, there is a growing interest from the
Parkinson's community in being properly guided by
evidence regarding potential treatment benefits of
cannabis. This systematic review and meta-analysis
aims to compile the best available evidence to help
guide patients and their family, clinicians and
researchers make informed decisions.
A systematic search of the literature was conducted in
June 2021. Five randomised controlled studies and 18
non-randomised studies investigated cannabis
treatment in Parkinson's patients.
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Unfortunately, no compelling evidence was found that
would justify a recommendation to use cannabis as a
treatment for Parkinson's. That might sound like the
end of the matter, but not necessarily. Despite the
lack of “compelling evidence”, there is some positive
news for those PwP who believe cannabis can help, at
least in terms of relieving symptoms.

HALF MARATHON RUNNERS HEAD FOR PARIS
A team of five runners are planning to each run half a
marathon every day from May 26-29, to raise money
for Parkinson’s UK and another charity, the SSAFA
(connected with the Armed Forces). They start in
London and when they have finished – all being well –
they will be in Paris!

“A potential benefit was identified with respect to the
alleviation of Parkinson's-related tremor, as well as
potentially helping with anxiety, pain, improvement of
sleep quality and quality of life,” the paper says. (If so,
one wonders why this doesn't constitute significant
evidence?).
And it continues: “given the relative paucity of welldesigned, randomised studies, there is a need for
further investigation.” So it is probably fair to say that
this is by no means the end of the cannabis story.
Watch this space! The JPD reference number for the
paper 212923 (vol. 12, no. 2, pp 495-508, 2022).

One of the team is Christian Nicholson (pictured last
on right), who lives in Ely and is a member of Ely
squash club, which is helping him to find sponsors.
Each of the team is aiming to raise £400, so £2000 in
total, all of which will go to the charities as they have
covered all the admin and entry costs.
Donations can be made at Christian’s website:
(www.run2events.com/fundraisers/christiannicholson/run2paris-2022. Also there is his blog.
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