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Welcome to April’s Network 
News. 

This month’s theme is research 
and the We Won’t Wait campaign 
for Parkinson’s UK. 

I was diagnosed with Parkinson’s 
in 2005, aged 48. The diagnosis 
came as a shock to me and my 
family and left me dumbfounded. 

Participating in the GDNF trial 
was a positive experience – and a 
bit like fate. As I wasn’t working at 
the time, I felt like I could commit 
to it. 

Taking part has given me hope for 
the future, as previously I would 
say you can’t ask me about that –

I don’t know what will happen. 
Even now, I take it day by day.

The fact is we just cannot wait 
for better treatments and a cure 
for Parkinson’s. That’s why it’s so 
important that we continue to 
fund trials like this and to support 
the We Won’t Wait campaign 
during Parkinson’s Awareness 
Week and beyond. 

I hope you enjoy the issue. 

Best wishes

Kay Cotton 
GDNF participant
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New face in Research
We’re excited to announce that Professor 
David Dexter has joined us as our new 
Deputy Director of Research. 

David was previously Professor of 
Neuropharmacology at Imperial College, 
where one of his roles was Scientific Director 
at the Parkinson’s UK Brain Bank, the UK’s 
largest supplier of brain tissue for research 
dedicated to Parkinson’s.

David has been involved with the charity since 
we funded his PhD. He established his own 
research group at Imperial in 1994, where he 
and his team made lots of important discoveries.

In his new role, David will use his 32 years’ 
experience in Parkinson’s research to oversee 
the charity’s funding of research grants, which 
investigate the causes of Parkinson’s and aim 
to unlock discoveries that will lead to better 
treatments and, ultimately, a cure.

In his own words
David has dedicated his life to research and says: 
“When I started my PhD amazingly very little was 
known about what was causing the neurons to die 
in Parkinson’s. 

Driving with Parkinson’s 
Driving can be a major issue for people with 
Parkinson’s but there’s a lack of advice and 
support out there. 

Your experiences of driving could help us shape 
research, and provide better support and advice.

OVER TO YOU

Whether you’re currently driving or not, you can 
help by filling in a simple survey at  
www.surveymonkey.co.uk/r/LKS5LNS 

Please also share this survey with your networks 
so we can reach as many people affected by 
Parkinson’s as possible.

“My research sparked a new wave of discovery, 
which showed for the first time that brain cell 
loss in Parkinson’s is linked to the build-up of iron 
inside the brain.

“As a scientist, you dream of seeing your research 
make a difference to people’s lives. I’ve been 
excited to see Parkinson’s UK develop a clear 
strategy to develop new and better treatments.

“It feels like the perfect time to bring my 
experience to help deliver the novel drugs and 
therapies I’ve spent my whole career striving for.”

http://www.surveymonkey.co.uk/r/LKS5LNS
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Doing research isn’t enough for us – we 
love to host, attend and speak at research 
events too. 

Research round-up
Our Parkinson’s Research Uncovered 
workshop in Newry, Northern Ireland, last 
October 2016, attracted 60 local people. 
The audience heard from researchers including 
Dr Jonathan Synnott, looking at the role of 
technology in the home to monitor Parkinson’s 
symptoms, and Research Support Network 
member Pauline McNulty.   

Last year’s Gretschen Amphlet Memorial 
Lecture, in Cambridge, was given by Roger 
Barker, Professor of Clinical Neuroscience at 
the University of Cambridge. A world-leading 
Parkinson’s expert, Roger asked ‘Can stem cells 
deliver on their promise for Parkinson’s?’.
 
At the Ian Fowler Memorial Lecture last 
May, Dr Emilia Michou, from the University of 
Manchester, talked about the difficulties people 
affected by Parkinson’s face with swallowing. 
And last November, Alan Whone, the chief 
investigator of the GDNF trial, talked about the 
successes of the trial so far in London.    

Ian Fowler Memorial Lecture 
2017 – Manchester
This year’s lecture, ‘Developing the treatments 
of tomorrow: speeding up drug development 
for Parkinson’s through Virtual Biotech’, takes 
place on 11 May 2017. It’s about two exciting 
projects that aim to tackle the underlying 
causes of Parkinson’s by changing the way brain 
cells work.

RESEARCH 
LECTURE 
NEWS 

Dr Richard Mead from the University of 
Sheffield will explain how working in the new, 
virtual way can accelerate drug discovery 
and get new treatments to those who need 
them faster. Dr Oscar Cordero Llana, from 
the University of Bristol, will talk about 
investigating combined therapy for Parkinson’s, 
building on promising research currently in 
clinical trials.

Gretschen Amphlet Memorial 
Lecture 2017 – Cambridge  
Join us on 11 April, World Parkinson’s Day, 
to hear Dr Alastair Noyce from University 
College London discuss his latest study ‘Can 
we predict Parkinson’s?’. The lecture, called 
‘The future of Parkinson’s: from prediction to 
prevention’, is held at Fitzwilliam College. Peter 
Jenner, Emeritus Professor at King’s College 
London, will follow. He’ll share news about how 
researchers are closer than ever to new, better 
treatments that can stop, slow or even reverse 
the loss of dopamine-producing nerve cells.

OVER TO YOU

Tickets are free but please book in advance. 
To book a place at either lecture, please email 
events@parkinsons.org.uk or go to parkinsons.
org.uk/event-categories/research-events. 
Or call 020 7963 9319 for the Ian Fowler 
Memorial Lecture or 020 7963 3952 for the 
Gretschen Amphlet Memorial Lecture. NN 

(Left to right) Dr Jonathan Synnott, Ulster 
University, Pauline McNulty, Research Support 
Network member, Claire Bale, Parkinson’s UK, 
Dr Matthew Rodger and Dr Mihalis Doumas, 
Queen’s University Belfast – at the Newry event

mailto:events%40parkinsons.org.uk?subject=
http://www.parkinsons.org.uk/event-categories/research-events
http://www.parkinsons.org.uk/event-categories/research-events
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Could you be a 
research champion?

Research champions are the key contact 
for the Research team within local groups. 
It’s a very simple volunteer role, helping the 
Research team to communicate news, events 
and opportunities to people who may not 
otherwise hear about them. 

Becoming a research champion is an opportunity 
that starts with simply sharing our Research 
Support Network emails with your local group 
members – highlighting interesting news or 
opportunities at your meetings. Research 
champions also encourage other group members 
who are interested in research to join the network. 

Finally, we know that not everyone has internet 
access, so every month we post a paper version 
of our Research round-up to all our research 
champions, who then share it at their group 
meetings. So everyone has a chance to get 
connected with research. 

Help spread the word
There are currently 83 research champions and, 
ideally, we would have one in every local group. 
This means that there are nearly 300 vacancies 
to be filled! 

Tim King, Research Champion for the Garioch 
Support Group, says: “This is an excellent way 
to do what you can – I’ve found it very fulfilling. 
So I’d encourage anyone else who’s keen on 
spreading the word about the latest research 
and treatments to consider putting their name 
forward.”

OVER TO YOU

If you’d like to become a research champion, 
please contact Anna-Louise Smith, Research 
Support Network Manager. You can email her 
at alsmith@parkinsons.org.uk or call her on 
020 7963 9398. NN

mailto:alsmith%40parkinsons.org.uk?subject=


Spread the word, share
your stories
World Parkinson’s Day, which falls during 
Parkinson’s Awareness Week, marks the 
200-year anniversary of Parkinson’s being 
recognised as a health condition. And we’re 
helping to raise awareness on a global scale. 

Abbie Smith, Parkinson’s UK Marketing Manager, 
says: “We’ve joined forces with the European 
Parkinson’s Disease Association to use the 
anniversary as a way to unite as many people 
affected by the condition as possible in one 
day. We want to create more awareness and 
understanding of the impact Parkinson’s has on 
people’s lives, worldwide.

“We’re encouraging Parkinson’s organisations, 
people with the condition, their families and other 
supporters to spread #UniteForParkinsons 
across social media on Tuesday 11 April. We want 
everyone to share their connection to Parkinson’s 
and their photos with this hashtag that day. If 
you aren’t confident using social media why not 
ask a friend or family member to help?”

OVER TO YOU

•  Use the hashtag #UniteForParkinsons on   
Facebook, Twitter and Instagram. 

•  Encourage your friends and followers to get 
involved – particularly those overseas.

•  Share your message. Why do you unite 
for Parkinson’s UK? We Won’t Wait for 
treatments and a cure – how about you?

For more information, tips and images –and 
how to get involved offline too –visit 
www.worldparkinsonsday.com 
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It’s the final countdown to Parkinson’s Awareness 
Week 2017 (10-16 April). Are you ready to 
make our biggest diary date the best yet?

There’s plenty to get involved in this year – whether 
throwing a fundraising event in your community or 
sharing your stories on social media. Help us create 
more awareness of Parkinson’s and the difference we 
make to the lives of people with the condition.

This year, Awareness Week is a bit different. We’re 
using this as a platform to launch the We Won’t 
Wait campaign. We know Parkinson’s drugs aren’t 
good enough – they don’t stop, slow or reverse the 
condition. They just mask it for a while. 

Claire Bale, Head of Research Communications, 
explains: “While there is a range of therapies, the 
main drug people rely on hasn’t changed for around 
50 years. There’s been a lot of work to understand 
Parkinson’s, but not enough investment or leadership 
to join up the best ideas and deliver new treatments. 
We’re now at the tipping point. 

“Through decades of research we’ve unlocked key 
discoveries that could transform lives. We’re ready 
to drive forward the research community in a radical 
new approach to develop better treatments, faster. 
The We Won’t Wait campaign is asking people to 
invest in our research.” 

Time for new 
Parkinson’s treatments

It’s time for a new treatment

we w    n’t
wait

http://www.worldparkinsonsday.com
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Last call for supporter packs 
Planned your Awareness Week activity but haven’t 
ordered your supporter pack? There’s still time – 
but you must act fast.

Fiona Gaw, Senior Marketing Officer, says: “The 
pack has everything you need to create an 
awareness stand or hold a fundraising activity. It 
features information on research, the We Won’t 
Wait campaign, posters, stickers and more. There’s 
plenty for making your quiz night, station collection, 
cake sale or coffee morning extra special. Or 
perhaps your local group may want to wear a silly 
millinery creation for Use Your Head Day?

“One pack can be ordered per person, with further 
materials available if more are needed.” 

OVER TO YOU

Order at parkinsons.org.uk/awarenessweek, 
email supporterservices@parkinsons.org.uk or 
call 0800 138 6593. To guarantee delivery by 7 
April 2017, please order by 31 March 2017. NN

http://www.parkinsons.org.uk/awarenessweek
mailto:supporterservices%40parkinsons.org.uk?subject=
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AROUND THE NETWORK 
Positively Parkinson’s  
The Positively Parkinson’s event at the Masonic 
Centre in Peterborough is taking place on 21 April 
and is not to be missed. 

Peterborough Branch is hosting the free event, 
which runs from 10am to 3.30pm with a free 
buffet lunch. There will be complementary 
therapies to try such as Indian head massage and 
reflexology, and activities such as a vivacity dance 
and movement class, and tai chi. Speakers will 
include a Parkinson’s specialist nurse. 

Peterborough Branch Chair Ruth Brinkler-Long 
explains: “There are over 800 people with 
Parkinson’s in the Peterborough area, but only 
150 in the branch. We hope to attract more 
people. We’d love to share the event with people 
from groups in other areas too.”    

The branch will also be busy during Parkinson’s 
Awareness Week, raising awareness and showing 
off their new boards, leaflet stand and events 
dome at Peterborough City Hospital all week and 
during a two-day event at Tesco. NN 

OVER TO YOU

If you’d like to come along to the Positively 
Parkinson’s event, please email Ruth at 
ruthbrinkler@hotmail.com or call her on  
07752 014 998.

Each issue we hear from folk and groups around the network. 

Peterborough Branch’s new events dome

Yoga stars 
Jimmy McClean, Branch Chair of the Ballymena 
and District Branch, says the branch’s 2016 yoga 
programme was a great success. So much so that 
the committee has brought back the six-week 
course for April 2017.

Jimmy says: “It started when yoga teacher 
Margaret Gunn-King talked to us about healthy 
living and yoga at one of our branch meetings.” 

She then came to do some yoga exercises with 
Jimmy’s wife, Anna McClean, who had Parkinson’s. 
Anna, who was the branch secretary, sadly passed 
away last year. 

After the ‘armchair yoga’ session, Anna reported 
sleeping all night for the first time in months, 
and that she had fewer pains. So a six-week 
programme of yoga classes, tailored to people 
with Parkinson’s, was made available to all branch 
members and their friends in February 2016.
 
Jimmy says: “We did the yoga sitting in our chairs 
or wheelchairs, or standing up. We went along at 
a lovely slow pace over the two hours and had a 
cup of tea together at the end. Between 20 and 
25 people were at each class – all found it helpful 
and relaxing. It also raised our profile in the area, 
with members bringing next-door neighbours or 
family members.”

Mayor of Ballymena Borough Council Audrey 
Wales, members of Ballymena and District Branch 
Committee and staff member Paula McLarnon

mailto:ruthbrinkler%40hotmail.com?subject=
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My GDNF  
trial  
experience 

Kay lived in America with her then husband and 
her son – working as a professor of art and 
design, teaching drawing and costuming for the 
theatre – when she was diagnosed at 48. 

Kay’s first symptom was numbness of her middle 
finger, which she attributed to thyroid issues. She 
then developed the tell-tale tremor. 

GDNF trial
Kay says: “Being on the trial was a positive 
experience. Although it involved complex brain 
surgery, this didn’t daunt me. I had utter trust 
in the Southmead Hospital team. Only seconds 
before surgery did I falter. To ease my nerves, 
the anaesthetist suggested pretending the walk 
to the operating table was like the catwalk. We 
walked in like models!

“I’ve had Parkinson’s for 11 years and it was scary 
being off meds during some of the assessments, 
and seeing how my Parkinson’s had developed. At 
one point, I couldn’t walk and my sister pushed 
me into the hospital in my wheelchair. It was 
confronting and upsetting.”

Following surgery to place a device in her head, 
Kay was euphoric and experienced a quick 
recovery. But she was shaky with adrenalin from 
the first infusion. 

As we await the final GDNF 
results with bated breath, 
Network News caught up with 
trial participant Kay Cotton – 
who will feature in an upcoming 
BBC documentary.

Upcoming BBC documentary
“Being filmed for the upcoming documentary – 
following trial participants – was interesting. It’s a 
great way of telling people about Parkinson’s.

“The crew filmed me when I had my first surgery 
and walking my dog Cookie on a Cornish beach. 
Apparently I cried a lot! They even had the camera 
focused on me when I first heard the initial results. 
I’ve also recorded video blogs. I don’t mind sharing 
my story on television. It’s difficult to explain 
Parkinson’s – you can be hyper one minute and 
flat out the next.”  

A keen artist, Kay has not let Parkinson’s spoil her 
passion for creativity. She paints anything from 
landscapes to portraits, as well as creating beaded 
collages. 

“It’s been two years since I first started the trial 
and it’s now a waiting game. I’d really like to know 
what’s happening in my head.”

The trial has given Kay hope for the future: “If 
they ever find a cure I will have to do one night of 
stand-up comedy – I have enough material.” NN 

Kay’s self-portrait painted during the GDNF trial 
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Taking part  
in research 

People affected by Parkinson’s have told us 
that they want more opportunities to take 
part in research. Researchers have informed us 
that some Parkinson’s research fails due to not 
being able to find enough participants to take 
part in a study. 

Since I started my job as Senior Research 
Participation Officer in July 2015, my main goal 
has been to find ways to join this communication 
gap.

In 2016, we helped 58 different research projects 
find participants to take part. These researchers 
came to us in a number of ways. Some had been 
told about us through colleagues or had worked 
with us in some other capacity. Others through 
looking at our website and some through feedback 
from local groups, volunteer co-ordinators and 
area development managers.

When we receive these opportunities we make 
sure the research is going to be beneficial to 
people affected by Parkinson’s and that they 
have the correct approvals. We also engage with 
the researcher to make sure we’re sharing the 
opportunity with the most appropriate audience 
and that once people have taken part they receive 
feedback about their participation.

We’re fortunate to have such an amazing resource 
in the Research Support Network. One very small 
part of this is being able to share information 
about opportunities to take part in research via 
email. 

Other ways we share these opportunities are 
on our website, via social media and through 
sending emails to volunteer co-ordinators and 
area development managers to be sent on to 
local groups.

By Amelia Hursey, Senior 
Research Participation Officer

We’ve recently produced a new introductory 
leaflet An introduction to taking part in research, 
which is available to be shared with anyone 
interested in Parkinson’s research. The leaflet was 
created through a live Q&A last year where people 
were able to ask an expert panel any questions 
about research. You can find the full session at 
parkinsons.org.uk/qaresearch and order copies 
of the leaflet at parkinsons.org.uk/content/
introduction-taking-part-research-leaflet 

Moving forward into 2017, we realise this is not 
a perfect system and we’re looking for ways to 
improve it. We’re currently collecting information 
from people affected by Parkinson’s, healthcare 
professionals and researchers. 

If you’d like to give us your views, please complete 
our smart survey available at surveys.parkinsons.
org.uk/s/TakingPartInResearch 
 

OVER TO YOU

If you have any questions about taking part in 
research, please email participation@parkinsons.
org.uk or call me on 020 7963 9384. NN

Participation Volunteer Nicola Cooper with 
Manuela Tan (face unseen), Research Assistant at 
University College London   

http://www.parkinsons.org.uk/qaresearch
http://www.parkinsons.org.uk/content/introduction-taking-part-research-leaflet
http://www.parkinsons.org.uk/content/introduction-taking-part-research-leaflet
http://surveys.parkinsons.org.uk/s/TakingPartInResearch
http://surveys.parkinsons.org.uk/s/TakingPartInResearch
mailto:participation%40parkinsons.org.uk?subject=
mailto:participation%40parkinsons.org.uk?subject=
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join paul mayhew-archer at SYMfunny 2 

Comedy writer Paul Mayhew-Archer was 
diagnosed with Parkinson’s in 2011 and has 
been working with the charity ever since.

An active member of his local support 
group, he’s also on the organising committee 
for our 2017 Royal Albert Hall fundraiser 
Symfunny 2.

Paul has worked on radio and TV shows 
including I’m Sorry I Haven’t a Clue, Spitting 
Image, Miranda, The Vicar of Dibley and Mrs 
Brown’s Boys.

“If you saw the documentary Parkinson’s: The 
Funny Side, you’ll know that three of the things 
that help to keep me going are laughter, music 
and chocolate.

“So on Wednesday 19 April, I’ll be at the Royal 
Albert Hall for an evening of music and 
comedy in aid of Parkinson’s UK. And to make 
the evening perfect I’ll be accompanied by 20 
bags of Bitsa Wispa. Will you be there?

“The event is Symfunny 2 – the brainchild of 
James Morgan. James was diagnosed with 
Parkinson’s four years ago, aged 43, but that’s 
not stopped him producing and conducting 
music. If you came to the first Symfunny you’ll 
know what a terrific show it was. Symfunny 2 
promises to be equally terrific.

“As well as James, there’ll be music from the 
legendary Pete Townshend, Katie Melua, Aled 
Jones and Collabro – winners of Britain’s Got 
Talent in 2014. There’ll be comedy from Josh 
Widdicombe and Jason Manford. And Brendan 
O’Carroll of Mrs Brown’s Boys will be there, as 
will Jack Dee with the I’m Sorry I Haven’t A Clue 
teams. 

“We’ll be announcing more stars in the coming 
weeks, but the person I’d really like to see at 

the Albert Hall is you. Bring your family. Bring 
your friends. Above all, bring yourselves. Make 
it a day out or, if you’re coming from the south 
coast, come by train and make it a month’s 
holiday. We in the Oxford Branch are hiring a 
coach so we don’t have to worry about the 
travelling.

“If you’re a member of a Parkinson’s choir, bring 
your choir along. We’re going to have a big old 
sing at the end to show how singing helps us to 
look on the bright side of life.

“Tickets are available at parkinsons.org.uk/
content/symfunny-no-2 or buy directly 
from the Royal Albert Hall – prices range 
from £22.90 to £43.30. So we do hope you 
can join us. Let’s have a laugh together. After 
all, the only other time of the year members 
from different branches get together is at the 
Parkinson’s UK annual general meeting and 
there aren’t many laughs there. I look forward 
to seeing you.” NN

http://www.parkinsons.org.uk/content/symfunny-no-2
http://www.parkinsons.org.uk/content/symfunny-no-2


£20 could pay for a month’s supply of nutrients to grow brain 
cells in the lab for research.

£125 could fund a PhD studentship for a day, ensuring 
future researchers have the skills they need to develop new and 
better treatments for Parkinson’s.

£500 could fund an MRI brain scan for an hour, to help 
our researchers learn more about the Parkinson’s brain.

£3,300 could fund a clinical researcher for a month, 
allowing new Parkinson’s treatments to be tested and better 
diagnostic techniques to be developed.

We are totally dependent on 
donations to fund the work that we 
do. Whoever you are, you can make an 
enormous difference to the lives of people 
affected by Parkinson’s. 


