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BRANCH MEETINGS

PROFESSOR BARKER ASSESSES GDNF TRIAL

CAMPAIGN AIMS TO INCREASE AWARENESS
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affected the area of research and treatment that he is
personally involved in, cell replacement therapy. This
technique can work remarkably well – one patient in
Sweden involved in a cell trial decades ago has lived
with Parkinson’s for 30 years, but his dopamine levels
are normal and he does not need medication.
The hope is that finally, cell replacement treatment
will become really significant, with a huge growth in
investment now happening. “In 2015, it was virtually
zero. Last year it was more than $1bn,” Barker said.
A critical obstacle to the widespread use of cell
replacement treatments is obtaining enough cells to
treat large numbers of people. But semi-automated
production techniques are advancing rapidly. These
are set to transform the situation, making dopamineproducing cells available for thousands of people,
which was previously impossible.

with her nose. They showed that a number of
compounds, particularly hippuric acid, eicosane,
and octadecanal, were found in higher than usual
concentrations on the skin of Parkinson’s patients.
They are contained in sebum, the oily secretion that
coats everybody’s skin, but which is often produced
in greater quantity by PwP. It makes them more
likely to develop a skin complaint called seborrheic
dermatitis.
Prof Barran said she hoped the ‘volatile biomarkers’
they identified could lead to a simple early detection
test for Parkinson’s, such as wiping a person’s neck
with a swab and testing for the signature molecules.

“If it really does work, future therapy would be a
transplant of cells,” said Barker. “This could replace
everything we currently provide as treatment in the
clinic – there would be no need for medication.”
Watch this space!

TULIP CLUB WINNERS
March winners of the Tulip Club draw were: Rosie
Meikle (no. 36) and Stephanie Moore (84), and in
April: Eric Waugh (70), and Margaret Steane (21).

HELP WITH THE INFORMATION TABLE
Could a regular member of the Branch help with the
Information Table at Branch meetings? If yes, please
speak to Trish. It would be greatly appreciated!

NEWS, EVENTS & PEOPLE
SCIENTISTS EXPLAIN JOY’S SMELL TEST SKILL
A woman who can detect Parkinson’s through smell
has helped scientists find what causes the odour.
Manchester University researchers said they had
identified the molecules on the skin linked to the
smell and hope it could lead to early detection.
The study was inspired by Joy Milne, a 68-year-old
retired nurse from Perth (pictured). She first noticed
the ‘musky’ smell on her husband Les, who was
diagnosed with Parkinson’s only years later. Joy has
worked with the University for three years, and
has been named in a paper being published in the
journal ACS Central Science. She has also been made
an honorary lecturer at the University.
Professor Perdita Barran designed experiments
using a mass spectrometer to mimic what Joy does

“What we hope is if we can diagnose people earlier,
before the motor symptoms come in, there will be
treatments that can prevent the disease spreading.
So that’s really the ultimate ambition.”
Joy’s husband Les, who died in 2015, was told he
had Parkinson’s aged 45, but Joy said she detected
the smell about a decade earlier. She only linked the
odour to the condition after meeting people with
the same distinctive smell at a Parkinson’s support
group.
“If we had known earlier it would have changed things
dramatically,” she said. “Les became withdrawn,
reserved, had bouts of depression and mood swings.
If I had understood what was happening it would have
changed our total outlook on life.”
Ancient physicians used scent as a diagnostic tool,
and although olfactory tests are not common
in modern medicine, diseases such as diabetes
are often associated with a particular smell.
However, there was little evidence to link scent to
neurodegenerative disorders. Until Joy.
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LECTURE LOOKS BACK AND FORWARD
The annual Gretschen Amphlet lecture took place
on the last day of April, staged as usual in a packed
auditorium at Fitzwilliam College, in Cambridge. This
year, it featured no fewer than three speakers.
First was Dr. Beckie Port, Research Communications
Manager for Parkinson’s UK (pictured), who began
the evening by looking backwards to the 1950s. Then,
we knew Parkinson’s was related to problems with
dopamine, she said. But there were few other pieces
of the ‘jigsaw’ that is Parkinson’s research.

A critical question for today, Professor Barker said, is:
can we use this realisation about different versions to
deliver more tailored treatments? For example, PwP
with a faster progressing form could be treated with
‘aggressive’ therapies, while for those with slower
progressing forms, longer term, cell-based therapies
could be more suitable.
The final speaker of the night was Alan Cameron, who
has Parkinson’s and is a Research Support Network
Volunteer. He said he was “quite hopeful” about the
current situation, citing advances in very varied areas
of research, from genetics to Big Data techniques, and
even the potential for collecting huge amounts of new
knowledge via social media.
The GA lecture, now in its tenth year, is funded by
John Amphlet, in memory of his late wife Gretschen,
who had Parkinson’s.

MORE IMPROVEMENTS TO PIP AWARDS

Today, we have many more pieces in place, for
example the role of mitochondria, and genetics, now
assisted by techniques like Artificial Intelligence and
so-called Big Data. But a key challenge is how to turn
the mass of knowledge that we have acquired into
treatments. “The GDNF trial (pages 1 and 5) shows
why we must avoid leaving potential treatments on
the shelf,” she said. “The results may not have been
clear-cut but the drug delivery technology developed
for that trial is already being used to test another
growth factor, CDNF.”
The second speaker was Professor Roger Barker, who
surveyed the progress of the last 10 years since the
GA Lectures began – which has been particularly
significant. He cited five key developments: the
recognition that Parkinson’s comes in different forms,
at least two, and arguably four, more ‘benign’ and
more ‘aggressive’; the use of patient-specific cellular
disease modelling; drug repurposing; a major increase
in knowledge about the spread of the protein alphasynuclein (AS) and immune therapies; and treatments
using stem cells.
The key question about Parkinson’s coming in
different versions, he said, is why? One major
element is age – younger PwP are more likely to have
a relatively ‘benign’ form. Another possible reason
is that individuals’ immune systems vary, causing
different inflammatory reactions; also, it may be that
AS itself comes in variants, some worse than others.

The Department for Work and Pensions (DWP) has
confirmed that ongoing Personal Independence
Payment (PIP) awards will now be provided to those
who meet the criteria, with no need to go through
another face-to-face assessment.
From August 2018, the DWP introduced new
guidance relating to people receiving ongoing
awards. It meant that where their needs were
expected to stay the same or increase, they would
only have to have a ‘light touch’ review every 10
years. However, this was only going to apply to
ongoing awards from August 1, 2018. But Parkinson’s
UK has persuaded the DWP to backdate this, so
it now applies to all long-term awards from 2013,
when PIPs were introduced.
Shortly before a person is due to have their PIP
award reviewed, the DWP will consider their case,
to see if they meet the criteria for the ongoing
award. If they do, it will be granted without another
assessment.
“This further change to PIPs is great news and will be
welcomed by PwP,” said Michael Griffin, Parkinson’s
UK Senior Policy and Campaigns Adviser. “The stress
and anxiety of needless benefit assessments can
make people’s symptoms worse, so it is great to
see the Government listening to our concerns.” But
more needs to be done. “Too many bad decisions
are still made because assessors don’t understand
Parkinson’s. When these decisions are challenged,
some people wait over a year before their case is
heard at a Tribunal.” If you have waited a long time
for your PIP appeal to be heard, contact campaigns@
parkinsons.org.uk or call 020-7963-9349.
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TULIP A RUNAWAY SUCCESS

It was a tough challenge to match last year’s Tulip Fun
Run but it happened. In perfect weather, more than
70 people ran, jogged, or walked the four mile course
on Sunday, April 14 – the end of World Parkinson’s
Week. And they raised a lot of money in the process!
Many hundreds of pounds, at least.
If the TFR was a highly competitive event – which
it definitely isn’t – you could say it was dominated
by the Howling family. Will was the outright winner,
crossing the line after just 26mins 30secs, hotly
pursued by his mother, Rebecca, the first female
runner. Who was held up at the railway crossing – by a
train on Sunday, of all things!

But it was a close-run race at the front, with four
more male runners coming in after Will, all five of
them being separated by less than 45secs. Two other
runners who must be mentioned were Angus and
Islay Gare, whose combined ages are just 12 (5 and 7
respectively). They will soon be winning!
But the competition was very secondary to
participation. The Branch would like to thank all those
people who took part, and also those others who
helped in many different ways, including the Chair of
Parkinson’s UK Board of Trustees, Mark Goodridge, for
starting the Run.
And a special mention goes to our head of Publicity
and Social Media, Annabel Bradford, who refused to
be downhearted by a very slow start. Not to the Run
itself, but lots of people applied to take part only very
shortly beforehand. So congratulations to all, and
here’s to 2020!

WORLD PARKINSON’S DAY
A series of events took place on World Parkinson’s
Day (WPD) on April 11. These included a special free
release of content from the Journal of Parkinson’s
Disease, to raise awareness of the outstanding
research happening globally. Topics included Sleep &
Parkinson’s, and a highlighting of the best-selling book
“The Case of the Frozen Addicts”. See the JPD for
more (https://www.journalofparkinsonsdisease.com).
Parkinson’s UK launched its ‘Parkinson’sIs’ campaign
with some novel bits of information about the
condition, designed to get people’s attention, such as:
• Every hour, two UK people are diagnosed.
• It has over 40 possible symptoms.
• Nearly 90% of PwP have faced harassment or
discrimination because of it.
• About one million partners, children, relations and
friends are affected by it.
“People don’t understand it,” it says. “Share our
campaign to make sure everyone knows what
Parkinson’sIs.”
A special ‘Virtual Summit’ was staged from April
11-13 by the Insight into Parkinson’s organisation.
Topics covered by around 60 speakers worldwide
included: neuroplasticity and neuroprotection;
thinking and memory; nursing support; balance,
motor control and freezing; exercise and healthy
ageing; and motivation and mood.
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VIEWPOINT
Dismissing so-called ‘self-help’ groups is no
help to anyone.
An article in the Radio Times last December
featured Billy Connolly, one of the most famous
people to have Parkinson’s. it says Connolly
approaches the illness with “brusque fortitude”,
spurning offers of self-help groups and therapeutic
lunches with fellow sufferers.
“I can’t see the point of sitting in a roomful of
people with the same disease,” he says. “You see
folk who are further on than you and you think
‘I’m going to end up like that’. These little groups,
they’ve got a social worker vibe about them. I
can’t be part of that. I won’t be defined by it.”

SCIENCE & RESEARCH
TRIAL OFFERS HOPE OF RESTORING BRAIN CELLS
Results from a pioneering trial that delivered an
experimental treatment directly into the brain suggest
it may be possible to restore the cells damaged in
Parkinson’s. The study was the subject of a twopart documentary shown on BBC in February/
March. It investigated whether boosting the levels
of a naturally-occurring protein, Glial Cell Line
Derived Neurotrophic Factor (GDNF), can regenerate
dying brain cells in PwP and reverse the condition,
something no existing treatment can do.

Obviously, this is a very personal view, and as with
many such cases, there is no clear-cut right or
wrong to the matter. But still, the feeling remains
that Connolly is being unfair.
If he had said, “It’s just not for me” and left it
at that, there would be little to take issue with.
Instead, he sounds somewhat scornful: why say
‘little’ self-help groups? Would big ones be ok?
And his “social worker vibe” is clearly not meant
as a compliment. It is a comment that a group of
hard-working, mostly dedicated people would find
understandably offensive.
Perhaps he should come to a few of our Branch
Meetings and see what is really on show: bravery,
fortitude, companionship, mutual support and
even – dare we say it – fun. Something he is
supposedly an expert in.
The fact is, many people find it beneficial to get
together on some occasions with others who
are suffering the same condition. A simple chat
about things like symptoms, medication, and what
we reckon to our consultant can be a lot more
significant than most might think. The sheer fact
that you are not the only person putting up with
the condition is a comfort in itself. And that is
something no person without Parkinson’s can give
you.
Perhaps Billy Connolly has been to meetings
and come away unimpressed. In which case, we
should invite him to one of ours and we will show
him how and why we do it. If he accepted, I think
we could guarantee him a good turnout!

To get GDNF to the brain cells that need it, a specially
designed delivery system was developed (pictured).
In total, 41 participants underwent robot-assisted
surgery to have four tubes carefully placed into their
brains, which allowed GDNF to be infused directly to
the affected brain areas with pinpoint accuracy, via a
port in the side of their head.
For nine months, the project was a double blind
trial, with half the participants randomly assigned to
receive monthly infusions of GDNF, and the other half
placebo infusions. For the second nine months, all
had the opportunity to receive GDNF. Unfortunately,
in terms of Parkinson’s symptoms, there was no
statistically significant difference between the GDNF
group and the placebo one. This was despite several
individuals in the documentary showing significant
improvement.
However, brain scans revealed extremely promising
effects on damaged brain cells. After nine months,
there was no change in the placebo group’s
scans, whereas the GDNF group showed a 100%
improvement in a key area of the brain affected in
the condition – offering hope that the treatment was
starting to reawaken and restore damaged brain cells.
By 18 months, when all participants had received
GDNF, both groups showed moderate to large
improvements in symptoms compared to their scores
before they started the study. This offers further
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encouragement that the treatment may have longterm beneficial effects.

DATES FOR YOUR DIARY

Dr. Alan Whone, Principal Investigator, said the
brain scans represent some of the most compelling
evidence yet that it may be possible reawaken
and restore dopamine cells gradually destroyed in
Parkinson’s.

From now on, Alix Allan will be providing
aromatherapy at the Milton Bring and Share
lunches, as well as at Branch Meetings. The
lunches are held at Barnabas Court on the first
Tuesday of every month, from 12.15 to 15.00.
Everyone is welcome, and if you don’t want
lunch, tea or coffee is available. See the Calendar
on page 8 for instructions on how to get to
Barnabas Court. For more information, contact
Gabby Farrow on 01223-356433.

AROMATHERAPY AT BARNABAS COURT

TICKETS AVAILABLE FOR MAYHEW-ARCHER

Some tickets are still available for the stand-up
comedy shows featuring Paul Mayhew-Archer,
the TV comedy writer who is coming to the
Cambridge Junction venue, on Tuesday, May 21,
starting at 7.45. His theme is about Parkinson’s
and the therapeutic power of comedy. The
Cambridge Junction is on Clifton Way, CB1 7GX,
01223-511511, info@junction.co.uk.

TRAVEL PHOTOGRAPHER FOR MAY MEETING
Professor Steven Gill

The trial’s failure to produce the same effect on
symptoms could be because symptoms lag behind the
improvement in the brain scans, so a longer doubleblind trial may have produced a clearer effect, he said.
Also, a higher dose of GDNF might have been more
effective; and if only PwP at an early stage had been
selected, results could have been better.
A highly important element of the trial was the
innovative technology developed to infuse GDNF
into the patients’ brains, called Convection Enhanced
Delivery. Professor Steven Gill, lead neurosurgeon and
designer of the system (pictured), said the trial had
shown it is possible to safely infuse drugs directly into
patient’s brains over months or years.

The speaker at our May Branch Meeting on May
24, will be the travel photographer Ian Cumming,
a former runner-up of TV’s Great British Bake
Off programme. His photography has involved
travelling the world, including spending nearly a
year in the Himalayas. As a result, he created one
of the largest collections of pictures relating to
Tibetan Buddhism, with which he has produced
five books, working in conjunction with the Dalai
Lama. Other specialist areas include southern
Africa and the Caribbean.

WORLD PARKINSON’S CONGRESS IN JAPAN
The World Parkinson’s Congress takes place
in Kyoto, Japan, from June 4-7. The WPC is
open to anyone affected by Parkinson’s: PwPs,
researchers, clinicians, nurses, carers and family
members are all welcome.

“This is a significant breakthrough in our ability to
treat neurological conditions such as Parkinson’s
because most drugs cannot cross from the blood
stream into the brain due to a natural protective
barrier. Even at a low dose we have seen evidence of
patient improvement, which is incredibly encouraging.
“Now we need to move towards a definitive clinical
trial using higher doses and this work urgently needs
funding. I believe that this approach could be the first
neuro-restorative treatment for people living with
Parkinson’s, an extremely exciting prospect.”
The trial was funded by Parkinson’s UK with support
from The Cure Parkinson’s Trust and in association
with the North Bristol NHS Trust.

The event provides an international forum for
learning about the latest scientific discoveries,
medical practices, caregiver initiatives and other
issues related to Parkinson’s. It will present new
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developments, current and future research, and
promising new treatments. For more, see https://
wpc2019.org/.

FOXTON OPEN GARDENS SET FOR JUNE

This popular fund-raising event takes place on
Sunday, June 23, from 1-5pm, in Foxton. There
are around 12 gardens to look round, so give
yourself plenty of time – if only to sample the excellent tea and cakes available! Programmes with
maps and details of the gardens are available
from the shop or any open garden. Refreshments
will be served in the church, parking is at the
village hall or on the road. All money raised goes
to our branch. For more, contact Jill Hockley at
jandb.hockley@ntlworld.com, 01223-502977.

WINDSOR CASTLE SUMMER DAY OUT

Our summer outing this year will be to Windsor
Castle, on July 4. We will start the day by meeting at 09.00 at Trumpington Park and Ride, to
board the coach, getting back there in the early
evening, at 18.30. Tickets cost £40 each, and
are now available from Margaret Steane (see
below). They will also be on sale at our next
Branch Meeting, which is set for Friday, May 24.

IN MEMORIAM: DAVID JOHNSTON
Our Branch member, David Johnston, died in March.
He will be greatly missed. David was a committed
and enthusiastic member who participated in many
ways, not least by organising the information desk
at meetings. He gave a memorable talk about the
legal aspects of wills and other issues, being a retired
solicitor (see newsletter March-April 2017). And last
year he and many members of his family helped
make the Tulip Fun Run the most successful ever!
His twin sister, Sheila Redhead, paid this tribute to
our Branch members: “There were many aspects of
his conditions (dystonia as well as Parkinson’s) that
he found difficult. But I wanted to say that his final
few years were greatly helped by you all at Cambridge Parkinson’s. You gave him a focus when he
did not know which way to turn and he enjoyed the
meetings and fund raising. You enabled him to get to
know people quickly as he was a little isolated after
his move down from Manchester and he greatly
enjoyed participating in your various activities. If
you could pass on thanks to all members, I would
be most grateful.” A memorial service for David is
planned, for more information contact the Editor.

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 – MAY-JUNE, 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, 12:30-15:00
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
*No Yoga 6th or 27th May, or 10th June*

OF SPECIAL NOTE
MAY
6: NO YOGA
21: Paul Mayhew-Archer at the Junction
see article above
24: Branch meeting
		
10:30 Refreshments
		
11:00 Speaker: Ian Cumming, an illustrated
			
photography talk: “From the
			
Himalayas to the Bake-Off Tent; my
			
unlikely journey” see article above
		
12: Lunch
		
Aromatherapy throughout
27: NO YOGA
JUNE
4: Age UK at Barnabas Court
10: NO YOGA
23: 13:00 to 17:00, Open Gardens, Foxton, £3, in aid
of the Cambridge Branch of P-UK
		
see article above
28: Branch meeting
		
10:30 Refreshments
		
11:00 Speaker: the Lord-Lieutenant of 		
		
Cambridgeshire, Mrs Julie Spence:
		
“The role and life of a Lord-Lieutenant”
		
12: Lunch
		
Aromatherapy throughout
JULY
4: Branch day out to Windsor – see article above
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
AUGUST
23: Branch meeting
Speaker to be announced
SEPTEMBER
8: Annual fundraising Cream-tea Garden Party in the
Holts’ garden in Haslingfield
27: Branch meeting
Speaker to be announced
28: Wandlebury Country Park “Walk for Parkinson’s”
OCTOBER
25: Branch meeting
Speaker to be announced
NOVEMBER
22: Branch meeting – Christmas party
DECEMBER
13: Christmas Lunch

