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We hope you will be interested to hear about our research efforts and progress 
during 2019. Our research remains very wide-ranging, from clinical studies 
measuring how movement, memory and gut function change over time in 
patients attending our research clinic, all the way through to laboratory-based 
experiments using stem cells in a dish. But all of this is ultimately contributing 
towards the same goals - to bring new treatments into the clinic, and to ensure 
that we are tailoring the right treatments to the right subgroups of patients. We 
are making significant progress with this, with a trial of gene therapy ongoing, a 
trial of a medication targeting the immune system due to begin in early 2020, 
and a trial of stem-cell based therapy planned for 2021.  

Over the past year, we have been fortunate to secure new grant funding to 
support our work from Parkinson’s UK, the Cure Parkinson’s Trust, and the 
Evelyn Trust. We also continue be supported by a number of other funding 
organisations  - all acknowledged at the end of this newsletter. Our thanks go 
out not only to our funders, but to all of our research participants, who so 
generously give up their time to help with our studies. We hope you enjoy the 
newsletter, and look forward to seeing you again soon here at the John Van 
Geest Centre for Brain Repair.  

Dr Caroline Williams-Gray Professor Roger Barker 
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Open Day  - November 2019   

In November, we held another Open Day here at the John Van Geest 
Centre for Brain Repair, organised this year by Dr Julia Greenland. It 
was a big success with over 30 of our research participants with 
Parkinson’s disease and some of their family members attending. We 
heard a range of talks from some of our doctors and researchers, 
including Dr Nina Kouli speaking about inflammation in the brain in 
Parkinson’s, Dr Julia Greenland telling us about a new clinical trial of 
Azathioprine for Parkinson’s disease, and Dr William-Kuan discussing 
a new way of modelling Parkinson’s in the laboratory.    

There was also a ‘Question and Answer’ session with Roger Barker 
and Caroline Williams-Gray, a chance to meet other members of the 
research team and see posters of their work, and an opportunity to 
have a look at brain tissue under a microscope and see some of the 
key pathological changes that happen in Parkinson’s. Finally, we heard 
a fascinating talk from our guest speaker, Professor Sir David 
Klenerman, from the University of Cambridge Department of 
Chemistry. He described how new techniques that he has developed to 
visualise extremely small clumps of protein are being used to study 
biological samples, such as blood and cerebrospinal fluid, from people 
with Parkinson’s as well as other brain diseases.     

A big thank you to everyone who attended and made the day such a 
success! 

If you would like to come along to next year’s Open Day, please 
contact Molly O’Reilly on mao36@cam.ac.uk, 01223 767069. We will 
try and accommodate as many people as possible, but space is 
limited, so please let her know as soon as possible if you are interested 
in attending.  

“We’ve really enjoyed  

today, thank you. 

It’s been great to chat 

with the researchers 

and doctors about their  

research and it’s been 

lovely to chat to other  

patients.” 

mailto:mao36@cam.ac.uk


Studying long-term motor complications in the CamPaIGN study 
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As PD progresses, the time window during which levodopa 

medication works well can get progressively narrower, with 

‘off’ time between doses when blood levels of levodopa are 

low, and dyskinesia when levodopa reaches its peak levels. 

However, these complications can often be improved con-

siderably by making adjustments to the dopamine treatment 

regime. (Your neurologist or Parkinson’s nurse would be 

able to advise further on this).  

Between the year 2000 and 2002 we 

invited all newly diagnosed patients with 

Parkinson’s in the county of 

Cambridgeshire to take part in a long-

term research study involving detailed 

clinical assessments and genetic testing, 

called the CamPaIGN study. The 141 

individuals who took part represent a very 

special group who have been studied 

closely for 18 years – making this one of 

the longest running studies of its kind in 

the world. We have learnt a huge amount 

about the variability of Parkinson’s and its 

progression from this study, some of 

which you will have read about in our 

previous newsletters. Recently, Dr 

Caroline Williams-Gray has led a project 

looking at the long-term ‘motor’ (or 

movement) complications related to use 

of levodopa-based medications in the 

CamPaIGN group.  

The majority of patients with Parkinson’s disease are treated with levodopa containing medicines such as 

madopar or sinemet, as they are very effective in improving slowness and stiffness, but over time, some 

patients develop problems with ‘wearing off’ of mediation between doses, or ‘dyskinesia’ (extra involuntary 

movement) when their medication is working. The CamPaIGN study has shown that by 5 years from 

diagnosis, around half of patients experience some wearing-off effects. By 10 years, most will be 

experiencing some degree of wearing off and around half report dyskinesias. There has been some debate 

in the medical literature over the years about whether it is a good idea to delay starting levodopa-based 

medication to ward off these complications. However, information from CamPaIGN suggests that starting 

levodopa early in the disease (close to the time of diagnosis) is not linked to an earlier onset of ‘on-off’ 

fluctuations or dyskinesias. Factors which were predictive of these motor complications in this study were the 

severity of movement-related symptoms early on, as well as variations in genes linked to Parkinson’s, in 

particular alpha synuclein and glucocerebrosidase. This indicates that the timing of these complications is 

determined by the degree of brain cell damage rather than by the duration of time that patients receive 

levodopa. Another interesting finding was that early motor complications didn’t necessarily suggest worse 

long-term outcomes – in fact in the older age group (over 70 years at diagnosis), mortality rates were lower 

in those with early motor complications. This work has recently been published in the journal ‘Movement 

Disorders’.  
 
Published research paper: Kim HJ, Mason SL, Foltynie T, Winder-Rhodes S, Barker RA, Williams-Gray 
CH. Motor complications in Parkinson’s disease: 13-year follow-up of the CamPaIGN cohort. Movement 
Disorders 2019; https://doi.org/10.1002/mds.27882 

https://doi.org/10.1002/mds.27882


Decision making in Parkinson’s Disease 
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Investigating the progression of Parkinson’s through the 
PICNICS study 

The PICNICS study is a large observational study which is 

tracking the progression of Parkinson’s disease over time. The 

study recruited a large group of patients (299) from the local 

community who were newly diagnosed with Parkinson’s disease 

between 2008 and 2013, and assessed  with detailed clinical 

measures, memory and thinking tests and blood samples. We 

have been continuing to follow up this group of patients regularly 

in our Parkinson’s research clinic. In October 2019 we reached 

our 6 year follow-up milestone for the study. We will continue to 

see participants every 18 months and currently have 101 patients 

still actively involved. The clinical and genetic information that we 

have collected through this study is now being combined with 

data from similar studies running elsewhere in the world in large 

international databases. These large databases are allowing us 

to map out more precisely how the disease changes over time, 

as well as to look at how subtle genetic variation influences the 

disease and its progression. This is providing new insights into 

the underlying causes of Parkinson’s and its variability.    

Due to some of the problems with thinking that can occur in Parkinson’s disease (PD), some patients’ 

decision behaviour can change. For example, we know that PD patients can become more averse to 

taking risks. We also know that some patients are not good at using prior knowledge to make decisions 

in uncertain circumstances.  

Alice White’s PhD involves investigating different aspects of the decision making process to understand 

systematically how choice behaviour changes. To do this, patients and age-matched healthy controls 

answer questions about how they think, and complete games on a computer that can assess decision-

making processes. By applying mathematical modelling, Alice can better understand whether PD 

patients and controls are behaving differently when they are asked to make the same decisions. 

Which scone would you choose? 


