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New campaign launch
We’ve worked tirelessly to find new and better 
treatments for people with Parkinson’s – but the 
last significant drug discovery was 50 years ago.

We know Parkinson’s drugs aren’t good enough. 
They don’t stop, slow down or reverse the 
condition. They only mask some symptoms for  
a time. And they can have distressing side effects. 
People with the condition need a breakthrough. 

David Salmon, Marketing Manager, says: “That’s 
why during Parkinson’s Awareness Week 2017,
we’ll raise awareness of the need for better 

GDNF results out in 2017 
The groundbreaking GDNF clinical trial is 
nearing completion – and full results will  
be published as soon as possible in 2017.

Initial data released in July suggested the 
treatment is safe but that there was no significant 
difference between participants who received 
GDNF compared to those who received a 
placebo (dummy) drug. These findings appear 
disappointing, but the full results and analysis may 
yet reveal positive insights.

The £2.5million study is exploring the effect  
of delivering GDNF – a special protein, known as  
a ‘growth factor’ – to the particular brain cells 
that are lost in Parkinson’s. The study involved  
41 people with the condition.

OVER TO YOU

Find out more at parkinsons.org.uk/gdnf and 
look out for a Network News special featuring our 
research work – coming soon.

Award wins for Parkinson’s UK 

We’re pleased to announce we’ve just won  
a clutch of awards. 

We were named ‘Change Project of the Year’ at 
the prestigious Charity Times Awards. Our entry 
highlighted the important role volunteers, the 
wider Parkinson’s community and staff played in 
developing our plans for 2016-2019. 

At the Charity Learning Awards, meanwhile, our 
volunteer induction received two silvers. The 
induction was named Best eLearning Programme 
and Best use of Resources – and is a great tribute 
to the teams and volunteers who helped create it. 

Last month, Chief Executive Steve Ford 
won an ‘Inspiring Communicator’ accolade 
at the CharityComms awards. Steve said: 
“Communicating is the most important aspect of 
all our roles. It’s how we know what needs to be 
done and bring people with us to make it happen.”

OVER TO YOU  
Have you nominated someone for an award  
or entered any on behalf of your group? Drop us  
a line at awards@parkinsons.org.uk

treatments, and launch a brand new campaign 
that will ask the public to donate and support our 
research. We’ll regularly keep you up to date with 
information, as well as how to order resources over 
the next few months.”

OVER TO YOU

Encourage your members to put 10-16 April in 
the diary for Parkinson’s Awareness Week 2017.  
Start thinking about activities your group can get 
involved with to support this campaign. 

Check out Facebook, Twitter and parkinsons.org.
uk/awarenessweek for regular updates. 

Contents

I’m Ian Stuart, Treasurer of 
the Maldon Branch, and I’m 
pleased to introduce you to 
December’s Network News.

It’s that time of year again 
when it appears that some 
group treasurers are having 
sleepless nights, thinking about 
completing the end-of-year 
returns. 

Look no further than pages  
5 to 7 for information about  
the importance of governance 
for local groups – and a few 
hints from me about how 
financial returns and budgets 
can be very straightforward 
processes.  

I’m a great fan of the new-look 
Network News because it appears 
much brighter and sharper, 
making it easier to read. 

The items are short and punchy 
and I like the way they finish with 
Over to you, providing a guide on 
how branches can use the articles 
and involve their members. All in 
all, 12 pages of very interesting 
reading. 

I hope you enjoy this month’s 
issue.

Best wishes

Ian Stuart
Treasurer, Maldon Branch
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We regularly refresh our 
volunteering policies to 
ensure they provide useful 
guidance on everything – 
from safe driving to claiming 
expenses. 

Katrina Holloway, Volunteer 
Programme Manager, says: 
“It’s really important we update 
these to make sure we adhere 
to best practice and legal 
requirements. Please take the 
time to ensure you and your 
group members are up to speed 
by visiting our website.” 

The latest updates include:
• the volunteering policy
•  the safe driving and vehicle 

policy

•  volunteer references guidance 
and reference form

•  valuing and thanking 
volunteers guidance

•  moving on from a volunteer 
role guidance

•  moving-on form

“We even have a policy on 
claiming expenses,” adds 
Katrina. “Did you know you’re 
eligible to claim back reasonable 

out-of-pocket expenses, for 
example travel costs to and 
from your regular place of 
volunteering?” 

OVER TO YOU  
Visit www.parkinsons.org.uk/
content/volunteer-resources 
to check out the latest policies. 
Have any questions? Please 
contact us at volunteering@
parkinsons.org.uk 

So what does governance mean for local 
groups? 

Our trustees delegate responsibility for ensuring 
groups operate in a safe, legal and ethical way to 
you, our lead volunteers. 

We ask that you provide information about your 
group’s activities to help create an overall view of 
what’s happening across the charity. 

Then we use this to understand and report on 
progress and impact – and inform the decisions 
that our trustees and senior leadership team make. 

Protecting privacy 
Know everything you need to about data 
protection? Our Information Matters training 
may just surprise you.

People affected by Parkinson’s should feel able to 
trust us as a charity. All volunteers who handle 
people’s information need to do the training – so 
far one in three local group lead volunteers have 
done so, giving fantastic feedback.

Laura Elson, Volunteer Learning and Development 
Manager, says: “A total of 900 volunteers  
have been trained, which is phenomenal. We  
co-designed the training with volunteers so it’s 

relevant and fun. Getting the format right was 
important too. The training can be delivered as  
a pub quiz to test knowledge or a case study 
where volunteers are asked to pinpoint data 
protection breaches. 

“Protecting members’ privacy is everyone’s 
responsibility so it’s vital that volunteers who 
handle people’s personal information update their 
knowledge. One charity was penalised when 
a volunteer left files in a car, which were later 
stolen. In 2018, new data protection regulations 
could see charities that breach data protection 
fined up to £40million, so we all need to be aware 
of our responsibilities as staff and volunteers.”

Advanced training is being developed for specific 
roles, and your volunteer co-ordinator will be in 
touch, if this is relevant, in 2017.

OVER TO YOU  
Please urge volunteers who handle personal data, 
and who haven’t done this training, to contact 
their volunteer co-ordinator.

Do you love to dance? Enter our exciting new dance competition to 
reveal how moving your body to music makes you feel.

Get up to speed

Governance rules OK

Governance – the charity’s policies, rules and procedures – is the glue that binds us as 
an organisation. To realise our goals, and safeguard everyone involved in our work, it’s 
important we all follow this framework.

http://www.parkinsons.org.uk/content/volunteer-resources
http://www.parkinsons.org.uk/content/volunteer-resources
mailto:volunteering%40parkinsons.org.uk?subject=
mailto:volunteering%40parkinsons.org.uk?subject=


6    NetworkNEWS NetworkNEWS    7

Group activities 
We ask you to produce a review of all the 
activities you’ve carried out, as well as a 
comprehensive plan of everything you’ll offer 
next year. 

Think about the activities you 
offered this year. What were they? 

Who did they support? Are you still running 
these activities? Which ones are working well? 
 

Consider whether the activities you’re 
doing are still good value. Which new 

activities would you like to do? Can you afford 
to do them? 

The local development team will enter the 
information from your review and plan on to 
the map of local activities. 

This enables the local development team to see 
what local people with Parkinson’s need, the 

activities that are available, and where the gaps 
are. For example, you may want to hold a cafe 
drop-in in a certain area, but the map indicates 
one 20 miles away. 

Phil Bungay is a local development team 
volunteer and lead co-ordinator for the 
Parkinson’s UK Medway Working Age Group. 

He says: “When we get all the data on the 
map we see from the analysis which areas in 
Kent aren’t meeting the spread of what should 
be available, and if we’ve been concentrating 
activities in one place. 

“Please complete your review and plan as it 
helps us identify what gaps there are in the 
local area. It’s really relevant.” 

Providing this information brings local groups 
right into the heart of delivering what people 
with Parkinson’s really want.

Review

Plan

Finance
We also need to look backwards, as well as 
ahead for local group finances.

We ask that you provide an 
annual financial return – a detailed 

breakdown of what you spent your money  
on as a group – for the past year. 

This is crucial for our annual accounts and 
reporting, making local spend visible to 
trustees and giving them an overall picture of 
how the charity as a whole spends its money. 

Our final request is that you put 
together a budget for next year 

to cover all the activities in your plan. This 
budgeting is critical because our trustees need 
to know how much money is available to spend 
on delivering local activities and how much we 
need to fill the gaps. The annual financial return 
and budget are due in by the end of February.

Ian Stuart, Maldon Branch Treasurer, tells us: 
“Although I’m not a qualified accountant or 
bookkeeper I find completing end-of-year 
returns very easy and straightforward. 

“As long as you have been using the templates 
provided, are confident in using spreadsheets, 
have a reasonably up-to-date computer and 
regularly carry out bank account reconciliations, 
there should be no problems. It’s just a case of 
transferring figures over.

It’s important to complete the returns, as well 
as the budgets, as soon as possible. Once all 
returns have been completed, UK Office can 
then prepare a report. This details the money 
retained by the branches, the money likely to 
be transferred to UK Office and, as a result, the 
money that will need to be raised to enable 
Parkinson’s UK to achieve and deliver the three 
strategic themes.

Richard Raine, from our Board of Trustees, 
adds: “The financial information groups submit 
is invaluable in providing visibility of where and 
how our supporters’ money is being spent. 
However, we recognise that there is always 
a difficult balance between maintaining good 
standards of governance and minimising the 
burden of administration. The quality and 
timeliness of financial submissions from local 
groups is very much appreciated.” NN

Review

Plan

OVER TO YOU

Want to find out more about governance for 
local groups? 
•  Our Local group directory is a guide to 

help local groups provide the best possible 
support to people living with Parkinson’s. 

•  Our Local group rules guide groups to 
operate in a clear and consistent way, 
covering activities such as how to elect 
committee members. 

•  Our updated Local finance guide covers 
the policies and procedures local group 
treasurers need to follow to make sure we 
meet legal requirements. 

Download these from parkinsons.org.uk/
localgroupresources or order your copy 
from the local networks team by emailing 
localnetworks@parkinsons.org.uk or 
phoning 020 7963 3929. 

http://www.parkinsons.org.uk/localgroupresources
http://www.parkinsons.org.uk/localgroupresources
mailto:localnetworks%40parkinsons.org.uk?subject=
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So it’s essential we use this in the best possible 
way to benefit people living with Parkinson’s. 
Our revised legacy policy provides a handy 
guide to how it all works.

Chris Brodrick, Legacy Marketing Manager, says: 
“We rely heavily on the generosity of supporters 
who include a gift in their Will to us. All gifts make 
a difference and help ensure we’re here for people 
with Parkinson’s.”

Legacies can be left to Parkinson’s UK to be spent 
centrally or within a local group. The Waltham 
Forest Branch received a gift which they used 
to provide services to help people affected 
by Parkinson’s. These include complementary 
therapy, exercise classes, an Asian support group, 
and talks from art therapy and yoga teachers. 

If your group receives a large legacy, it’s a great 
opportunity to contribute towards the charity’s 

Torbay goes arts and crafty 
Last year, the Torbay and District Branch set 
up an arts and crafts group for people with 
Parkinson’s and their carers. The brainchild of 
committee member and artist Terry Benbow, 
the group meets for a morning’s painting every 
month at St Paul’s Church, Preston.

Most have no real painting experience but plenty 
of enthusiasm, and find painting under Terry’s 
guidance very therapeutic. The group recently 
held its first exhibition at the Esplanade Hotel  
in Paignton. This year, the branch embarked on a 
range of new initiatives, including exercise classes, 

Jo Taylor is Branch Secretary at the Cardiff  
Branch and the instigator of Parkinson’s  
cafes – informal groups for people with 
Parkinson’s and their family and friends  
to meet up over a cuppa. 

Jo joined the Cardiff Branch after her husband 
was diagnosed with Parkinson’s, although he 

sadly passed away in 2013. She felt branch 
meeting numbers were dwindling and a daytime 
meet-up could suit some better. She found 
a venue in her local community centre and 
advertised in the local hospital and paper. 

The first cafe opened in Cardiff in 2013, with 
many following over Wales. Parkinson’s cafes can 
be anywhere – pubs, community centres and, 
of course, cafes. The pressure’s off with no need 
for committees or events programmes. Jo says: 
“We get lots of feedback from people, including 
carers. They get to support each other, which is 
what it’s there for.”

For her inspirational work in setting up 
Parkinson’s cafes, Jo has been nominated for the 
prestigious St David Award by a branch member. 
The First Minister of Wales will announce the 
finalists on 16 February 2017, while the awards 
ceremony takes place on 23 March 2017.

Award nomination for Parkinson’s cafes volunteer

Will 
to give 
Did you know a staggering 40% of our 
income comes from money left to the 
charity from people’s Wills? 

Around the network 
We bring you stories from groups and folk across the network in our new, regular
feature. Mutual support, like that shown below, is a top priority for Parkinson’s Links.

tai chi, pilates and sailing with the Disabled Sailing 
Association. They also hold monthly meetings on 
the last Tuesday of every month at 2pm, at the 
Esplanade Hotel in Paignton. All are welcome. 

OVER TO YOU  
If you’ve got a story, email us at localnetworks@parkinsons.org.uk or call 020 7963 3929. NN

wider activities. You could choose to fund a 
research project or improve services in your area. 
The Dundee and Angus Branch used £85,000  
of a gift it received to fund the Dundee University 
research studentship in 2015.  

Legacies are managed centrally at UK Office due to 
specific rules we need to adhere to.

One size doesn’t fit all
We teamed up with volunteers to revise the legacy 
process so it better meets the needs of local 
groups. Naudette Harvey, from our Support and 
Local Networks team, explains: “We moved away 
from a ‘one size fits all’ approach. Now, the way we 
manage legacies is based on the previous year’s 
total spend for a group, which is more relevant.  

“For some groups, £5,000 is a small percentage  
of their annual income but, for others, £2,000 is  
a lot of money. This way plans can be tailored to 
the branch.”

OVER TO YOU  
Has your group been left a legacy gift? If so, 
please contact us on email at localnetworks@
parkinsons.org.uk or by phone on 020 7963 
3929. Keep an eye out for practical resources 
we’re developing to help you with legacies. NN

Essentials at a glance 
  If a legacy gift comes into the charity 

related to your group, we’ll be in touch.

  If a law firm contacts you about a legacy, 
direct them to the Legacy team.

  If the gift is more than your group’s  
annual spend, you’ll need to draw up  
a legacy spending plan. Your volunteer 
co-ordinator can help. Once this plan is 
approved, we’ll start your payments. 

  You’ll need to complete monitoring forms 
in between payments to check spending.

mailto:localnetworks%40parkinsons.org.uk?subject=
mailto:localnetworks%40parkinsons.org.uk?subject=
mailto:localnetworks%40parkinsons.org.uk?subject=
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Christmas shop
The festive season is here and 
our Christmas shop is open for 
business, with cards, wrap, gifts 
and decorations all available in  
one place. 

If you shop online it saves  
the charity money on every 
order, with 100% of profits 
going straight to our  
vital work.

John Straw, a professional artist 
from Derby, was diagnosed 
with Parkinson’s in 2012. With 

reduced mobility in his left 
hand, John didn’t feel he could 
continue to paint – even for his 
own enjoyment. But at a local 
Parkinson’s awareness day, John 
was encouraged to pick up his 
paintbrush once again. After 
entering the Mervyn Peake 
Awards in 2015, John was 
asked to design a Christmas 
card, and our bestselling Robin 
on Spade card was born. 

OVER TO YOU  
Explore our shop at  
parkinsons.org.uk/xmas 

WINTER WONDERLAND

Why are local groups so important? 
Steve: I think it’s fantastic we have a network of 
local groups UK wide. Our vision is that everyone 
living with Parkinson’s can find the support they 
need on their doorstep. So it’s essential we 
have such a vibrant local community – listening, 
identifying people’s needs locally and being 
imaginative and creative around how we can 
provide these.

How do they fit into the bigger picture?
Steve: We’re all one charity and bring a different 
aspect to how we deliver our total strategy. Local 
groups are incredibly important in this – as a 
charity we wouldn’t be able to do much of what 
we plan to do without your contribution. You’re 
the local presence in the community.

What are their challenges?
Steve: The key one’s around recruiting volunteers 
– recognising we ask a lot of you and must always 
be considerate of the constraints on your capacity.

Lowdown on  
local groups

What do Chief Executive 
Steve Ford and Deputy Chief 
Executive Richard Penney 
really think about local 
groups? We find out. 

Stay well this winter
Winter’s arrival brings the 
excitement of the Christmas 
holidays but also cold and 
flu viruses, and potentially 
icy conditions. These can be 
particularly serious for people 
with neurological conditions 
such as Parkinson’s. That’s why 
we’re supporting ‘Stay well 
this winter’ – an awareness 
campaign from Public Health 
England and the NHS. 

We aim to raise awareness 
of the ways people with 
Parkinson’s and their carers 
can prepare for winter illnesses 
and potentially avoid hospital 
admittances. You can support 
the campaign by spreading the 
word. Advise people to:
•  ask their health practitioner 

about flu jabs – free for 
people with Parkinson’s

•  seek advice from a GP or 
local pharmacist if they start 
to feel unwell

•  stock up on medication – 
especially over the holidays 
when pharmacies close

•  avoid going out in icy 
conditions with increased 
risks of injuries from falls

•  find out more at www.nhs.
uk/staywell

OVER TO YOU  
You can also download 
free materials, including 
leaflets and posters, at 
www.campaignresources.
phe.gov.uk/resources/
campaigns/34-stay-well-
this-winter. On social media? 
Let us know how you’re 
staying healthy this winter 
using #StayWellThisWinter 

Share our report on NHS 
continuing healthcare

Continuing to care?
Is NHS continuing healthcare supporting  

the people who need it in England?

Written by Parkinson’s UK in association with the Continuing Healthcare Alliance

CS2332 Continuing to Care_Report.indd   1

20/10/2016   12:16:28

Richard: In some instances, there’s a shortage 
of new people coming in, particularly for key 
committee roles such as treasurer. Sometimes, too 
much is concentrated on too few people who are 
so passionate about what we do but may actually 
want to do other things too! Recruiting’s not just 
about sustaining the existing work that happens 
but developing local groups’ growth too. 

Why is governance key?
Steve: Governance sounds a heavy bureaucratic 
word but, for me, it’s about the charity doing the 
right thing for people with Parkinson’s. It’s having 
proper ways of making decisions and spending 
money. Governance can be there as much for our 
volunteers as for the charity as a whole.  

Richard: The same checks and balances apply 
no matter where we are in the organisation – as 
one charity we all meet its rules, guidelines and 
requirements. In the current environment, there’s 
much more scrutiny of the way charities work. 

What’s your vision for local groups?
Richard: That we’re able to maximise the great 
potential of resource, energy, motivation and 
inspiration within local groups while ensuring 
they’re a seamless part of how we operate locally 
across the UK.  

Steve: Some questions are coming out through 
our Parkinson’s Links programme and from our 
local development teams such as: ‘are there better 
ways we can organise ourselves?’ and ‘can groups 
come together in a slightly different way?’. We’re 
reviewing a lot of these models and structures and 
want to hear local groups’ views.    

OVER TO YOU  
Tell us about any changes in local groups you’d 
like to see by emailing us at localnetworks@
parkinsons.org.uk or phoning us on 020 7963 
3929. NN

When you a have serious 
health condition, getting the 
professional care you – or 
someone close to you – needs 
shouldn’t be a battle. But all too 
often it is. 

Parkinson’s UK is working hard 
to improve the NHS continuing 
healthcare system in England 
and has just released a new 
report that we need decision 
makers to see. If you live in 
England, you can help us by 
sharing it – just visit www.
continuinghealthcarealliance.
co.uk  

Left to right: Richard Penney and Steve Ford.

http://www.parkinsons.org.uk/xmas
http://www.nhs.uk/staywell
http://www.nhs.uk/staywell
https://campaignresources.phe.gov.uk/resources/campaigns/34-stay-well-this-winter/resources
https://campaignresources.phe.gov.uk/resources/campaigns/34-stay-well-this-winter/resources
https://campaignresources.phe.gov.uk/resources/campaigns/34-stay-well-this-winter/resources
https://campaignresources.phe.gov.uk/resources/campaigns/34-stay-well-this-winter/resources
mailto:localnetworks%40parkinsons.org.uk?subject=
mailto:localnetworks%40parkinsons.org.uk?subject=
http://www.continuinghealthcarealliance.co.uk
http://www.continuinghealthcarealliance.co.uk
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Explore our Christmas collection 

Helpline holiday opening times
Friday 23 December 9am-7pm
Saturday 24 December 10am-1pm
Sunday 25-Tuesday 27 December closed
Wednesday 28 December 10am-2pm

Thursday 29 December 10am-2pm
Friday 30 December 10am-2pm
Saturday 31 December 10am-2pm
Sunday 1–Monday 2 January closed
Tuesday 3 January 9am-7pm

parkinsons.org.uk/xmas 

http://www.parkinsons.org.uk/xmas

