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THOUGHTS FROM THE CHAIR
What would we do without YouTube? It provides me with
useful D.I.Y advice as well as never failing niche guidance,
such as how to clear my dashboard of out of date warnings.
It invariably tempts me with diverting videos. Recently, I
couldn’t help clicking on “What is the largest number we
know of?” The presenter usefully built up a sense of
increasing size of big numbers.
He said It would take about 12 days
to count to a million (106 ) 32 years
to count to a billion (109 ) and
32,000 years to count to a trillion!
(1012). And by the way he also said
there are 1015 ants on the earth,
1027 atoms in a human body and
1080 atoms in the Universe!

I paused to think about the number of atoms in the human
body and how far we have progressed in knowing how those atoms are arranged in the human
genome and how they have combined to form the complex molecules of life such as proteins.
The March BBC2 documentary The Parkinson’s Drug Trial: A Miracle Cure? featured an early
drug trial of a protein known as GDNF which has the important property of supporting the
survival of brain cells. An ideal candidate to encourage cells to grow again and perhaps even
halt the progression of Parkinson’s. Unfortunately GDNF did not meet the 20% required
improvement in symptoms which was required for further investment from a drug company.
However, it was clearly the case, that several of the participants showed marked
improvement in their condition to the extent further funding is being sought from other
sources
Anyone who watched the documentary could not fail to be moved by the courage of all those
who took part in the trial and particularly the unfailing cheerfulness of Tom Isaacs, one of the
participants. He was inspirational in so many ways. He founded Cure Parkinson’s Trust after
walking around the entire British coast raising £300,000. He was also a co-founder of the
Global Conferences on Parkinson’s, which brings together specialists and patients from all
over the world with the aim of sharing the latest news about progress in research. John
Palfreman in his book Brain Storms (a must read!) describes Tom’s talk at the first Conference
in Montreal:
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“His talk directed at both patients and researchers concerned the importance of maintaining
hope and urgency. As he put it , at the moment a person is diagnosed with Parkinson’s “the
sand in the hour glass begins to run out “ The challenge as time passes is to maintain a positive
attitude. So much of this illness is about mind set. If we want to lead better lives, there needs
to be rapid progress, bringing new treatments to market. The only way to do this is through
clinical trials “
The BBC2 documentary movingly revealed the extent of his involvement in the GDNF trial. He
certainly practised what he preached. Spring 2019 issue of Progress which many of you who
are members of Parkinson’s UK will have received recently describes the GDNF trial results in
detail. It also includes a fascinating article: ‘50 years of discovery – How far have we come?’
https://www.parkinsons.org.uk/research/progress-our-research-magazine
Parkinson’s UK provides a Take Part Hub which offers everyone opportunities to be involved
in research ranging from questionnaires to clinical trials .
https://www.parkinsons.org.uk/research/take-part-research

RECENT BRANCH MEETINGS
We have been asked to pilot a short exercise programme during each of our meetings. Two
minutes of marching on the spot then two minutes of head shoulders knees and toes followed
by stretching of arms and legs. We started our April meeting with this and the consensus
seemed to be it was fun and worth doing!

March 26th
Debbie Gray spoke to us about the work of the Gloucester Clinical Commissioning Group. Its
aim is to obtain the best possible health outcomes for the local population. She outlined the
work undertaken to review the availability of Parkinson’s nurses.
Two recommendations have been made. The first is that the work of the three community
based nurses and the one hospital nurse be integrated and second that there should be one
phone number for contacting Parkinson’s Nurses in the County. Before these
recommendations can be put in place a financial assessment is required and therefore no
date for implementation is yet known.

April 30th
Sue Watts, the lead Community Parkinson’s Nurse Specialist, was our guest speaker with her
popular Q & A session.
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Sue explained that Parkinson’s symptoms generally change gradually and that sudden
changes might be due to a current or recent infection, stress or tiredness and that is why
patients are asked general health questions before a clinic appointment. Parkinson’s
Medications can only be reviewed after these temporary changes settle down.
There are currently two nurse vacancies in
Sue’s Team but interviews have been held
and job offers made to selected candidates.
New appointments will have to undertake
specialist Parkinson’s nurse training, in post,
as nationally there is a shortage of trained
and experienced specialist Parkinson’s
nurses as the number of nursing posts
expands around the country.
Although the nurse service is under pressure, due to these vacancies, Sue stressed that
patients must not hesitate to contact the team when necessary. The Community PD nurse
Team contact number is 0300 421809 and email is parkinsons.team@glos-care.nhs.uk

May 28th
Our meeting once more took the form of separate discussions for those with PD and for family
members and friends of those affected by PD, whether they call themselves ‘carers’ or not.
Those with PD shared useful tips on what works for them in living with PD.
In the ‘carers’ discussion several spouses mentioned observing symptoms that turned out to
be indicators of PD several years before diagnosis. They also discussed the impact of PD on
their lives and also shared tips on what works for them.

DEPARTURE OF HOSPITAL BASED PD NURSE SPECIALIST
In the same week we heard Sue Watts’ update about the community team vacancies, it was
confirmed that the very popular and well respected, hospital based, Parkinson’s Nurse
Specialist, Clare Pollock, is leaving and it has not been confirmed when she will be replaced.
This is a worry, to say the least, as her departure will most certainly add to the existing
pressure on Sue Watts of the Community Nurse Team until a replacement is found. After all
no-one person, however capable and experienced, can be expected to deal with the case load
of four nurse posts!
Geoff King, Parkinson’s UK Service Improvement Adviser – West of England, has written to
the Chief Executive Officer of Gloucestershire Hospitals NHS Foundation Trust expressing
concerns about this turn of events but has not yet received a reply clarifying the future of this
post. You can contact Geoff King, with your concerns about this or other local services , at
gking@parkinsons.org.uk
Claire’s patients have now been sent a general letter explaining about her departure and
apologising for ‘this current break in service’. Because of the open-ended nature of this
‘break’ you might consider writing back, to describe the impact on you of the absence of a PD
Nurse, to the Department of Neurology, Gloucestershire Royal Hospital, Great Western Road,
Gloucester, GL1 3NN. Or write to PALS (Patient Advice and Liaison Service) at the same
address.
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GLOUCESTERSHIRE PARKINSON’S CONFERENCE 2019
Our committee members Val and Clive Cork, who were among the 90 plus members and
friends of the Gloucestershire Branches and Groups who attended the County Parkinson’s
Conference, sent us this account of the event:
April 11th saw the biennial county conference timed to coincide with World Parkinson’s
Day. Clive and I attended for the first time and were impressed by such a well organised day.
The opening speakers encouraged us to explore PUK’s extensive website
(https://www.parkinsons.org.uk), particularly the research section. Here you can not only
learn about current research but also sign up to take part – even data from those not living
with Parkinson’s themselves is valuable.
The current campaign ‘Parkinson’s is’,
spearheaded by well-known faces such as
Graham Norton, aims to raise awareness of
the disease among the general public –
especially those who might think it is ‘just
tremors’.
Later in the year, the focus
more, to ‘Get it on time’,
targeting the importance
medication for Parkinson’s
hospital.

shifts, once
a campaign
of regular
patients in

Copies of a get-it-on-time survey were available for completion at the Conference and copies
have been handed out at April and May meetings. The link to an online survey is here:
https://www.parkinsons.org.uk/get-involved/get-it-time
There were opportunities both morning and afternoon to attend a variety of workshops, one
for carers, others offering trials of different forms of exercise from Tai Chi to dance. It was a
great chance to try out something new.
Overall, an enjoyable and informative day - so if you missed it this year, give it a go in 2021!

RECENT RESEARCH NEWS
Here are three research topics mentioned in recent Parkinson’s UK research round-ups:
CANNABIS
Parkinson’ UK has recently conducted a survey of member’s experience of the use of
cannabis. The survey begins: “The UK government has recently reclassified cannabis –derived
medical products so they are available on prescription. Currently there is little evidence that
cannabis can ease Parkinson’s symptoms but we often hear of instances where it has helped.”
BLADDER PROBLEMS
Reducing urinary problems appears in the top 10 requests of those with Parkinson’s. Planning
a journey always includes planning where the lavatories are en route. One suggestion in this
blog is to obtain a key from the Radar Key Scheme which enables access to over 10 000
disabled facilities. Another suggestion is that, in the first instance, it is probably best to consult
your GP as the bladder problems may not be purely Parkinson’s related.
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POSTURE AND EXERCISE
Exercise and physical therapy are very
important activities for improving postural
problems.
Small studies have shown that 2-3 hours of
weekly exercise can significantly improve
posture and pain. Dance, Tai Chi and Pilates are
particularly recommended.
Branch members will know that we part fund participants in Conductive Education as well as
fully fund places at an exercise group led by a neuro-physiotherapist.
In January we started a table tennis club
which meets on Friday afternoons all
welcome. Members of the Table Tennis
club have agreed to continue to meet
during the holiday months. The photograph
to the right shows two members of the club
having a fun time!
RESEARCH OPPORTUNITY
Parkinson's UK are investigating the possibility of providing gene sequencing to people newly
diagnosed with Parkinson's, which would allow them to find out whether or not they have a
genetic form of Parkinson's.
The research team at Parkinson's UK are organising a workshop to get people's opinions on
this - we would like to know whether people affected by Parkinson's think this is a good idea
to offer this to people, what concerns and questions they might have, how we should
communicate this to people etc.
Contact Annie to get involved: aamjad@parkinsons.org.uk
If you want to receive research e-mails directly, go to:
www.parkinsons.org.uk/research/get-involved-research

MENTAL HEALTH
Parkinson’s UK report:
We have met NHS England to discuss improving training on Parkinson's for mental health
professionals. They have agreed to work with us to develop Parkinson's specific mental health
online learning for health professionals.
This comes following a recommendation made in the 'Mental health matters too' report that
called for increased understanding of Parkinson's among mental health professionals.
We are also working with the British Psychological Society to improve the understanding of
Parkinson's among those providing cognitive behavioural therapy. We will be collaborating
on a new Parkinson's and mental health learning resource for their members.
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WELFARE & WORK
PIP Forum: Justin Tomlinson, the new Minister of State for Disabled People, Work and Health,
attended this month’s PIP forum. Parkinson’s UK had a chance to raise some ongoing
concerns about the Mandatory Reconsideration stage of the appeal process.
It was a positive conversation and Justin has agreed to have a trial to allow disable people to
give oral evidence at the Mandatory Reconsideration stage, rather than just relying on the
paper evidence. He also agreed to look into automatically sending claimants a copy of their
medical assessment report.
Together these changes could improve decisions at the Mandatory Reconsideration stage for
people with Parkinson’s and we will be keeping track of their progress.
Justin is a staunch supporter of Swindon & District Branch of Parkinson’s UK.

PARISH COUNCIL TAXI VOUCHER SCHEMES
Some Local Parish Councils, including Shurdington, Churchdown and Ashchurch, operate a
taxi voucher scheme for eligible residents, generally for £60 of vouchers annually.
“The scheme is open to the vulnerable, elderly and disabled who are unable to access public
or private transport. Successful applicants will receive vouchers to use for medical
appointments, social visits etc.”
Check your local Parish Council website, or contact your local Parish Councillor, to find out if
there is a scheme operating in your area.

PARKINSON’S UK VOLUNTEER AWARDS
Volunteers' week 2019 saw the launch of the Parkinson’s UK Volunteer Awards. If you have
volunteers who support your group and you would like to nominate them for an award head
to www.parkinsons.org.uk/volunteer-awards to find out more.

FINALLY: - OBSERVANT VIEWERS SPOT TREMOR…
The BBC’s Technology Correspondent is
encouraging people to be open about
their illnesses. Rory Cellan Jones revealed
recently that he has Parkinson’s.
Concerned viewers contacted the BBC
after noticing his hand shaking during a
report on 5G Technology. “I wanted to be
frank about it and I urge others to do the
same.”
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FUTURE BRANCH MEETINGS
We meet on the last Tuesday of most months,
at 3-00pm, in St. Mark’s Methodist Church Hall,
Gloucester Road, Cheltenham, GL51 8PX
25 June
Julia Martin-Jones Community Police & Crime Prevention
30 July
Branch Outing Guided Morning Tour of the Jet Age Museum followed by
Lunch at ‘The Aviator’ (both venues are near Gloucestershire Airport)
Price per person is £15, payable in cash or by cheque (payable to Parkinson’s UK).
To book your place contact Dot Simpson on 01242 583894 or email
dsimpson.parkinsons@googlemail.com
27 August
Social and Quiz with Bring and Share Afternoon Tea
24 September
Alison Anderson World Parkinson Congress, Tokyo
29 October
Dr Sarah Whitson, Clinical Psychologist, PD and Mental Health Issues
26 November
Dr Peter Fletcher Latest Research News
10 December
Christmas Lunch Venue and details tbc

REGULAR EVENTS
Coffee Drop-In Mornings 10.30-12.00 on 2nd Wednesday in the month at the Norwood
Arms, Leckhampton Rd, GL53 0AX. All welcome. There is disabled access and parking. NB:
The £3 all day, car parking charge for all car-park users (including blue badge holders using
the disabled parking bays) will be refunded to customers.
Table Tennis Club every Friday 2-4pm in St Luke’s Church Hall, St Luke’s Place GL53 7HP.
Cost £4 pp, £5 couples. All abilities welcome. There is disabled access and parking.

BRANCH CONTACTS
Branch Chair: Harry Matthews, 07515 857110 or parkinsonshjm@gmail.com
Branch Secretary: Post currently vacant
Branch Treasurer & Acting Membership Secretary: Dot Simpson 01242 583894 or
dsimpson.parkinsons@googlemail.com
Committee Members: Didi Jepson, James Howell, Val Corke & Clive Corke
Branch Website: http://www.cheltenhamparkinsons.org.uk/

USEFUL CONTACTS
Parkinson’s UK Website: http://www.parkinsons.org.uk
Parkinson’s UK Helpline: (phone free) 0808 800 0303
Parkinson’s Local Advisor: 0344 225 9821 or adviser10.west@parkinsons.org.uk
Parkinson’s Nurse Specialist Service: 0300 421 8109 or parkinsons.team@glos-care.nhs.uk
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