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NEWS, EVENTS & PEOPLE
WORLD PARKINSON’S DAY AND 50 YEARS ON
World Parkinson’s Day (WPD) takes place this year
on Thursday, April 11, and for Parkinson’s UK a key
aim is to launch a campaign to change people’s
view of the condition. “We know from research
that the public don’t think Parkinson’s is a serious
condition,” it says. “In 2019 and beyond, we’re
working hard to change this. We need everyone to
see Parkinson’s as the serious health condition that
it is, having a major impact on everyday life – and
we want people to do something about it.”

support and information offered by the programme.
It starts with a Welcome Session on Wednesday,
March 27, from 7-7.30pm, then runs every
Wednesday for six weeks (April 3 to May 8), 7-8pm.
As before, the programme is facilitated by trained
volunteers with first-hand experience of living with
Parkinson’s. You will have the opportunity to share
experiences, discuss the practical and emotional
impact of the condition, and receive a work-book.
The Self-Management Programme is for People
with Parkinson’s (PwP), their partners and carers.
Although it is delivered online, you don’t need
computer expertise – you will be guided through the
set-up process. Groups of 8 to 10 will meet online by
live video. This means everyone can see each other,
making it feel very much like a face-to-face meeting.
Visit www.parkinsons.org.uk/selfmanagement
to see a short video about the programme and
hear the thoughts of recent participants. For
more information, email selfmanagement@
parkinsons.org.uk , call 020-7963-3924, or talk to
your Parkinson’s Local Advisor, Candy Stokes (see
page 7). At this stage all you need to do is register
a no-obligation interest. Someone from the SelfManagement Team will contact you when dates are
available to find out if you are still interested and to
confirm you still want a place.

It is using WPD to launch ‘Parkinson’s Is’, an
attention-grabbing marketing campaign intended
to show the reality of life with Parkinson’s through
hard-hitting online video and stories in the media.
Parkinson’s UK says the campaign will be honest –
even uncomfortable – with the aim of making people
take Parkinson’s more seriously. Various resources
are being provided to help local branches, including
a poster, leaflets, and a video, see www.parkinsons.
org.uk/get-involved/parkinsons-is.
Another milestone this year is the 50th Anniversary
of Parkinson’s UK, which was founded on February
26, 1969. The first local groups were established
in 1970, and since then more than 450 have been
formed. Resources are available from Parkinson’s
UK to publicise the Anniversary, including an
outline of what has been achieved over the 50
years, a quiz pack, and a sweepstake sheet with a
£50 prize on offer.

SELF-MANAGEMENT PROGRAMME RESTARTS
Parkinson’s UK is again offering its popular online
Self-Management Programme for people affected
by Parkinson’s in Suffolk and Cambridgeshire. This
is an online programme, so hopefully it will enable
those unable to travel to attend and receive the group

TAKING CANNABIS? TAKE THE SURVEY
The UK government has recently reclassified
cannabis-derived medicinal products, so they
are available on prescription. There is little
hard evidence that cannabis eases Parkinson’s
symptoms, but some people claim it provides
relief. So Parkinson’s UK is conducting a survey
and is looking for people with experience of using
cannabis-derived products. People who haven’t
tried it are also needed.
“The survey is to inform our future work and
help develop our policy position,” it says. “This
could include calling for more studies into the
impact of cannabis on Parkinson’s; producing
information resources and guidance on the use of
cannabis-derived products; and engaging with the
Government to ensure Parkinson’s is included in
any future legislative changes.” You can complete
the survey online at https://surveys.parkinsons.
org.uk/s/cannabispwp/ or for a postal copy, contact
Laura Cockram at Parkinson’s UK, campaigns@
parkinsons.org.uk, 020-7963-9349. The survey
closes on Sunday, March 24. All responses are
confidential and will only be used anonymously.
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SHEILA’S 20 YEARS OF PARKINSON’S CULMINATES IN PROSAVIN TRIAL
Sheila Roy was interviewed by Professor Roger
Barker, her consultant, at a seminar last year (see
below). Here, she tells the remarkable story about
her Parkinson’s.

reduced benefits from L-dopa. I was an ideal
candidate. The study evaluated three dose levels,
with six people receiving the highest. I was the first
of these in the UK.

I was diagnosed in 1995 and have lived with the
condition for 20 years, a third of my life. Parkinson’s
has challenged my ability to function in every
possible way. I lost confidence, dignity and hope. For
the first 18 years I experienced mobility problems,
falls, constant pain, sleep deprivation, screaming
nightmares, dyskinesia, ‘freezing’, and spontaneous
closure of my vocal cords, making me unable to
breathe.

It meant I was one of the first people in the world
to test ProSavin. In the trial, genetically modified
cells were injected into my brain. ProSavin delivers
the genes for three enzymes that make dopamine.
They are injected deep into the brain in order to
convert cells into a dopamine factory, thus replacing
the source of the neurotransmitter lost because
of Parkinson’s. I am not cured, but the factory
is producing dopamine. I still have involuntary
movements and ‘off/on’ times, but they are not as
severe as they were. Now I know when they are
coming, and can at least function when ‘off’.

I was spiralling downwards with little hope. My day
was so unpredictable. The transition from extreme
involuntary movements to completely frozen took
four seconds, which meant that I was unable to get
into a safe position. Often the freezing would last

for up to two and half hours, and took some time to
return to moving around again.
These symptoms changed me into a person that I no
longer recognised. My daily medication regime at
that time was becoming less effective and increasing
the dose made the symptoms even worse.
In February 2011 Dr Barker referred me to Dr Philip
Buttery, a colleague of his at Addenbrooke’s. During
this consultation he told me about the ProSavin
study. They were looking to assess the safety,
efficacy and best dosage of ProSavin in people with
mid-stage Parkinson’s, who were experiencing

The most important improvement is in my ability to
think, analyse and articulate. I couldn’t hold a good
conversation a year ago,
but now I can. I can also
express myself in ways I
couldn’t before such as
writing, which I love, and
laughing. My mobility is
much improved too, as
well as my sleep. I used
to get only about three
hours sleep in 24. Now
it’s around seven, which
has made a tremendous
difference, allowing my
body to heal. But I still
get nightmares – nothing
seems to make that any
better.
Also, I have increased ‘on’ periods, when I’m fully
functional. I’ve gone from around four hours to 11
hours a day – so most of my time is active, and it
makes such a difference. I just have more time to do
the things I want to. There’s less falling asleep all the
time and my mood has improved, meaning I’m much
more sociable. Overall, I’m far more confident than I
was. It’s a big change.
Since starting this study I feel like I’ve improved
significantly and I’m really encouraged by that. It
means that there is hope for turning this condition
around. Would I do it again? Yes, tomorrow! For me
it’s been a life-changing improvement.
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SCIENCE AND RESEARCH
NO GRAVITY EXPERIMENT FOR LRRK2 GENE
An experiment performed in the virtually zero
gravity of the International Space Station could
help scientists to better understand the 3D atomic
structure of the LRRK2 gene, the greatest known
genetic contributor to Parkinson’s. The hope is that
it will help advance drug development for this key
target.

Zero gravity – or micro as it is strictly termed –
makes it possible to grow high-resolution crystals of
substances like LRRK2, which is much harder to do
on earth.
Research Director for the Michael J. Fox Foundation,
Marco Baptista, explained: “In microgravity
conditions…like the International Space Station, you
don’t have certain things that are hindering crystal
growth.” These include convection currents that
prevent crystals from growing, and sedimentation,
which is avoided because everything is floating
around.

FDA APPROVES FOCUSED ULTRASOUND AND
NEW L-DOPA POWDER FOR ‘OFF’ PERIODS
The US Food and Drug Administration (FDA) has
approved Focused UltraSound (FUS) for treating
Parkinson’s. FUS provides many of the benefits of
DBS without cutting into the skull. It has been shown
to be safe and effective for reducing medicationresistant Parkinson’s tremor in clinical trials led by
neurosurgeon Jeff Elias (pictured), at the University
of Virginia (UVA).
“We are very excited about this approval,” he said.
“Now, patients with Parkinson’s will have more
options if their symptoms become refractory to
medication.”

UVA led the clinical research that achieved FDA
approval for FUS in the treatment of essential
tremor. FUS directs sound waves though the skull
and into the brain to generate a tiny hot spot, like
a magnifying glass focusing light. Heating the brain
tissue can interrupt the faulty brain signals that
cause Parkinson’s tremor.
Elias is testing FUS for treating other symptoms
of Parkinson’s, and it also has potential in many
other areas, including breast cancer, brain tumours,
epilepsy and pain.
Also winning FDA approval is a new drug called
Inbrija, an inhaled levodopa powder. It is for people
who experience ‘off’ episodes, when Parkinson’s
symptoms are not well controlled with oral
medication.
Inbrija quickly alleviates tremor, slowness and
stiffness. With long-term oral levodopa use, ‘off’
periods can re-emerge between medication doses.
They can have a major impact on people’s quality
of life, bringing uncertainty and limiting the ability
to perform daily tasks. A survey of 3,000 PwP found
that more than 60 were in an ‘off’ state for two or
more hours a day, causing them to avoid or stop
activities.
The Michael J. Fox Foundation supported clinical
trials of the treatment – the first regulatory approval
of a Parkinson’s therapy directly funded by the
foundation.
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VIEWPOINT
We don’t need a cure – just irrelevance!
“Charities these days are promising their research
will lead to a cure. But while humanity has
eradicated diseases such as smallpox, it is unlikely
we will ever see a day when humans do not get…
conditions like Parkinson’s.”
This is a quote from an excellent article by Dr
Beckie Port, Research Communications Manager
for Parkinson’s UK. Is it a somewhat gloomy view,
or a rational assessment? Well, replace the word
Parkinson’s with ‘cancer’ and it sounds reasonable
enough. For one thing, there are so many
different types of cancer, and it is now established
that different cancers need different treatments.
Another point is that even one kind of cancer can
vary significantly between individuals.
Ring a bell? We are constantly told that
Parkinson’s varies from individual to individual.
And today, many specialists believe there are
probably at least several more or less clear-cut
variants of the condition. One obvious example
is tremor: for some, this is the major symptom,
certainly for many years; but others do not get a
tremor at all, with symptoms such as bradykinesia
or rigidity dominating. The previous issue of the
Newsletter featured an article on subtyping, which
discussed this situation.
But cancer and Parkinson’s have something else in
common: we don’t need to find a cure for them –
if by ‘cure’ we mean their complete eradication,
as achieved with smallpox. Instead, we need
to stop them. In cancer, its ability to spread
(metastasise) is invariably what kills people. Stop
the spread, confine it to a small area of the body,
and millions of people will live out their lives,
dying with cancer, not of it.
Similarly, with Parkinson’s, it is far more important
that we find a way to stop, or slow, its progression,
than to find a complete cure. Suppose someone
exhibits their first symptoms at the typical age of
60, and we have discovered treatments that mean
it will progress only very slowly, changing little in
decades. The result: their quality of life could be
potentially excellent, and again they will die with
it. The condition will have been rendered virtually
irrelevant.
This is, in fact, extremely good news – because it
is much more likely to happen sooner than finding
a complete cure. “Make Parkinson’s irrelevant”
should be the target of researchers round the
world!

BRAIN TREATMENT WITHOUT MAJOR SURGERY
Focused ultrasound is not the only non-invasive
potential treatment being developed (see article on
page 4). Australian researchers have developed a tiny
device called a Stentrode, which electrically stimulates
the brain and could be used to treat Parkinson’s
without invasive surgery. They have shown for the
first time that electrical stimulation can be delivered
into the brain from a 4mm diameter Stentrode
permanently implanted inside a blood vessel.
The work builds on previous research that showed
the Stentrode could record brain signals, with the
potential to control an exoskeleton in patients with
paralysis. The new study shows the Stentrode can
also deliver targeted stimulation. The researchers
implanted a Stentrode into blood vessels in sheep and
achieved localised stimulation of brain tissue, without
open-brain surgery.
“Stimulation-induced responses of the facial muscles
and limbs were observed, comparable to those
obtained with electrodes implanted following invasive

surgery,” the researchers wrote. “A minimally invasive
approach utilising a stent-electrode array is a safe,
efficacious way to stimulate regions of the brain.”
Until now, it has not been proven that stimulating
the brain from inside a blood vessel can achieve focal
brain stimulation using a permanently implanted
device. Future studies will aim to determine the safety
of stimulation across a range of intensities.

DATES FOR YOUR DIARY
ELY MEETING WITH MP

A meeting with one of our local MPs is scheduled for
Wednesday, April 10, in Ely. The MP is Lucy Frazer,
and the meeting is open to anyone interested, not
just members of the Ely Parkinson’s Branch. It will
take place from 2.15 to 3pm, at the Ely Scout’s Hut
on St John’s Road, Ely, CB6 3BE, off the A10 This is an
opportunity to share your experiences with an MP,
and put across your point of view about any issue
you are concerned about. People with Parkinson’s
(PwP), carers, and family members are all welcome.
For more information, contact Caroline Nicklinson on
07718-191482, cnicklinson@gmail.com.
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THE 2019 TULIP FUN RUN NEEDS YOU!

GRETSCHEN AMPHLET LECTURE ON APRIL 30

The Branch’s main fundraising event, the Tulip Fun
Run, is coming up on Sunday, April 14, and we’re still
in need of walkers and runners to register. Please
help to spread the word to your friends and family
by encouraging them to register online or by paper
registration form. We are hoping for even more
participants than the 78 who joined us last year,
but we can’t do this without your help. You are very
welcome to join us on the day to cheer on those
taking part and celebrate World Parkinson’s Day with
branch members (April 11 this year). So please put
the date in your diary!

This year’s Gretschen
Amphlet lecture will
feature two speakers,
whose theme will be:
Pioneering the Treatments
of Tomorrow. The first is
Professor Roger Barker,
well known to us through
many events, such as
Open Days at the Barker
Lab, part of the Brain
Repair Centre. The
second is Dr Beckie Port (pictured), Senior Research
Communications Officer for Parkinson’s UK.
The lecture takes place on Tuesday, April 30, and will
start earlier than previously, running from 6:40pm8pm, with foyer doors opening at 5:45pm. Following
this will be a reception for everyone, with cake and
refreshments, to celebrate the lecture’s 10th year.
The venue is as usual Fitzwilliam College. Tickets can
be booked via Eventbrite from March 5, at www.
parkinsons.org.uk/amphletlecture
As well as the lecture’s 10th year, another milestone
being celebrated is the 50th anniversary of the
founding of Parkinson’s UK. So, the question is: what
is there to celebrate?

The Tulip Fun Run continues to be the largest
fundraising activity that our Cambridge branch
organises – and is the only Parkinson’s UK Fun
Run staged by a Branch. It’s fine to walk, jog – and
of course run! – the four-mile route, which starts
from the David Rayner Building (DRB). This is next
to Scotsdales Garden Centre, where there is free
parking. Entry fees are £10 for adults, £5 for under16s. Every participant who completes the course will
receive a certificate and medal to commemorate their
achievement. Numbers will be handed out on the
morning of the Fun Run, and there will be a bag drop
where participants can leave items (at their own risk).
After the event there will be refreshments for those
taking part, as well as food and drink for spectators.
The schedule is: 10am Arrival: Pick up numbers and
bag drop (toilets available) 10:30 Fun Run Start
10:45 Refreshments available for spectators and
participants in the David Rayner Building. 11:00
Speedy runners begin to return. 11:30 Participants
return and collect medals and certificates. 12:30 Event
ends (all walkers should be back by this stage).
Suggested things to bring with you on the day include
ID, a bottle of water, suitable clothing for walking or
running, a bag with warm clothing for afterwards,
cash for refreshments, donation/sponsorship forms,
plus Just Giving page details.

“On the surface it may seem there have been no
major advances in the treatments for Parkinson’s in
the past decade,” says Parkinson’s UK. “No current
treatment can slow or stop its progression, and the
medications we do have often come with debilitating
side effects.” But in many ways this does not reflect
the momentum that is building in Parkinson’s
research, it claims. “In 2019, we are at the brink –
the science is ready, we have the expertise, and new
treatments are within our grasp.”
Professor Barker and Dr Port will discuss the huge
scientific progress that has happened in the last 10
years. You will hear about the challenges that have
been overcome and the discoveries that are on the
verge of delivering new and better treatments. For
anyone unable to make it, the lecture will be filmed
and available to view on YouTube around two weeks
after the event at https://youtu.be/KxoKOWvCwDU.
If any branch members could help out on the day,
it would be very much appreciated. This could
be assisting with ushering, venue marshalling or
registration. Contact Marian Torres, Parkinson’s
UK Events Coordinator, 020-7963-9319, mtorres@
parkinsons.org.uk.
NB: we are lucky to be getting a double dose of
Professor Barker, as he is scheduled to be the
speaker at our Branch Meeting on March 22.
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COLLECTORS NEEDED FOR WAITROSE IN APRIL

PAUL MAYHEW-ARCHER AT JUNCTION IN MAY

Waitrose supermarket in Trumpington is allowing us
to collect for the Branch on World Parkinson’s Day,
Thursday, April 11. “We would like to field a large
team of collectors from 9am through to 6pm,” says
Assistant Secretary, Caroline Bent (01223 314279,
carolinebent@me.com). “In addition to the two
people clutching cans, I think we should aim to have
one person (possibly at a table) responsible for answering questions and distributing literature about
Parkinson’s in general, and the Branch in particular.”

Paul Mayhew-Archer, the multi award-winning TV
comedy writer, is coming to the Cambridge Junction
venue in May. He will be performing his stand-up
show about Parkinson’s and the therapeutic power
of comedy, called the Incurable Optimist.

If this date is free in your diary, and you are prepared
to commit to helping out on April 11, please let
Caroline know. If you can manage two hours (with
or without an hour’s gap in between) let her know
that too. And if you would be confident to sit at an
information table, that too would be splendid!
Please share your experience of collecting with
friends at DRB meetings and other Parkinson’s
events. Despite the incredible success of the current
team of 22, we would be in a better position if we
could recruit a few extra collectors. Thank you all in
anticipation.

Paul has co-written
or worked on
many much-loved
comedy shows,
notably The Vicar
of Dibley, I’m Sorry,
I Haven’t A Clue,
and Mrs Brown’s
Boys. Last year,
he performed a
marathon series of
shows at the Edinburgh Festival. As his website puts
it: “Paul is not contagious but he is worth catching.”
His show is on Tuesday, May 21, starting at 7.45. Club
Secretary Trish Carn (see below) will make a group
booking if notified by March 7. Pay at the March
meeting or call Trish. Tickets cost £15.40 including
booking fee. The Cambridge Junction is on Clifton
Way, CB1 7GX, 01223 511511, info@junction.co.uk.

CAMBRIDGE BRANCH COMMITTEE MEMBERS

Chair: Charles Nightingale charlesnightingale4@gmail.com 01223-844763 07836-232032
Secretary: Trish Carn trishc.parkinsonscambridge@gmail.com 01223-363435
Assistant Secretary: Caroline Bent carolinebent@me.com 01223-314279 07922-479289
Treasurer: Jenny Wood jennyparkinsonscambridge@virginmedia.com 01223-504200 07982-246067
Assistant Treasurer: Sarah Mattey: sarah.parkinsonscambridge@gmail.com 07801-577181
Newsletter Editor: David Boothroyd d.boothroyd@btinternet.com 01353-664618 07799-598130
Publicity & Social Media: Annabel Bradford annabelparkinsonscambridge@gmail.com 07950-685307
Membership: Keith Howlett keithparkinsonscambridge@gmail.com 01954-719601 07885-976194
Margaret Steane margaretsteane1@gmail.com 01223-860128
Myra Moore mooremyra@hotmail.com 01223-843211 07866-068357
Andrew Stevens andrewstevens@btinternet.com 01223-861063 07850-250673
Webmaster, Mike Crofts: 01223 893619, mikecrofts(‘at symbol’)gmail(‘dot’)com
(Replacing @ symbol with (‘at’) and . with (dot) in the email address reduces the possibility of spam)
Gabby Farrow (Honorary member): 01223-356433
USEFUL CONTACTS
Parkinson’s Local Adviser – Candy Stokes 0344-225-3618 cstokes@parkinsons.org.uk
Facebook: www.facebook.com/parkinsonsukcambridge/
Twitter: https://twitter.com/CambBranchPUK
Help Line 0808-800-0303 (free phone call) Specialist advisers can answer questions on any aspect of Parkinson’s
Parkinson’s Nurses in our area: for help and information contact the Parkinson’s Nurse Team on 0330-726-0077
Addenbrooke’s Hospital Parkinson’s Nurses 01223-349814
Branch Website: www.parkinsonscambridge.org.uk
Parkinson’s UK 020-7931-8080 enquiries@parkinsons.org.uk www.parkinsons.org.uk
Parkinson’s UK is the operating name of the Parkinson’s Disease Society of the United Kingdom.
A company limited by guarantee. Registered in England and Wales (948776).
Registered office: 215 Vauxhall Bridge Road, London SW1V 1EJ.
A charity registered in England and Wales (258197) and in Scotland (SC037554).
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PARKINSON’S UK – CAMBRIDGE BRANCH CALENDAR – MARCH-APRIL, 2019
REGULAR MEETINGS AND ACTIVITIES
Aquatherapy
Thursdays weekly, 14:30-15:30
Chesterton Sports Centre, Gilbert Rd, CB4 3NY
Contact: Laurie 01223 295711
Aromatherapy
Alix Allan will be at the Branch Meeting and at
the Milton Bring and Share Lunch every month.
Branch Meeting
Fourth Friday of every month except December
10:30-13:30,
David Rayner Building, Scotsdale’s Garden
Centre, Gt Shelford, CB22 5JT
Includes soup and sandwich lunch.
Details in “OF SPECIAL NOTE”, but be aware
that the programme may change, and consult
website or phone to check if necessary.
Contact: Caroline 01223-314279
Bring and Share lunch
First Tuesday of each month, 12:15-15:00
Barnabas Court, Milton, CB24 6WR [To reach
Barnabas Court leave A14 at Milton (A10) exit,
head to Tesco, take Cambridge Rd off Tesco
roundabout and Barnabas Ct is second on right.
All are welcome to all or part of meeting]
Contact: Gabby 01223-356433
Music Therapy
NB: CURRENTLY ON HOLD
Fridays weekly, 14:00 to 16:00
The Arbury Community Centre, Campkin Road,
Cambridge CB4 2LD
Contact: Alison 07936-191655
Yoga
Mondays weekly, 10:30-11:30
The Meadows Community Centre, Room 2, St
Catharine’s Road (corner of Arbury Rd & Kings
Hedges Rd) CB4 3XJ
Contact: Denise 01954 202235

OF SPECIAL NOTE
MARCH
22: Branch Meeting
10:30 Raffle – by our John Lewis colleagues.
AGM
11:00 Speaker: Dr Roger Barker of the 		
		 Barker Lab will explain the lab’s latest
		 research
12: Lunch
Aromatherapy throughout
APRIL
10: Ely Meeting with MP – see article above
11: World Parkinson’s Day
Collection and Information table at
Waitrose, Trumpington.
Additional volunteers welcome.
14: TULIP FUN RUN – see article above
26: Branch meeting
10:30
Refreshments
11:00 Speaker from Parkinson’s UK,
		 Katherine Crawford: “Parkinson’s
		 UK – an overview and the way
		 forward. What matters most to you?”
12: Lunch
Aromatherapy throughout
30: Gretschen Amphlet memorial lecture
see article above
MAY
21: Paul Mayhew-Archer at the Junction
see article above
24: Branch meeting
10:30
Refreshments
11:00 Suggestion of a speaker would be
welcome. Please speak to Caroline Bent.
12: Lunch
Aromatherapy throughout
JUNE
28: Branch meeting
10:30
Refreshments
11:00 Speaker: the Lord Lieutenant of
Cambridgeshire, Mrs Julie Spence.
12: Lunch
Aromatherapy throughout
JULY

26: Branch meeting
10:30
Refreshments
11:00 Horry Parsons will continue his 		
fascinating story of the building of the
Millennium Tower at St Edmondsbury Cathedral
12: Lunch
Aromatherapy throughout

