Imagine not being able to move, sleep, or smile. Feeling anxious or depressed
and struggling to think or remember. Your body not feeling like your own.
This is what Parkinson’s can feel like.
Every hour, someone in the UK is told they have Parkinson’s – a brain condition
that turns lives upside down, leaving a future full of uncertainty.
Parkinson’s UK is here to make sure people have whatever they need
to take back control – from information to inspiration.
We want everyone to get the best health and social care. So we bring
professionals together to drive improvements that enable people to
live life to the full.
Ultimately, we want to end Parkinson’s. That’s why we inspire and support
the international research community to develop life-changing treatments,
faster. And we won’t stop until we find a cure.
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We asked people with Parkinson’s,
their families and carers what would
make the biggest difference to their
lives. Three priorities stood out.
They told us they want:

Better treatments
and a cure – faster
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How do the words
you’ve got Parkinson’s
make you feel?
Powerless? Afraid? Alone?
Far too many people who are told they have
Parkinson’s are sent away with no information,
no one to contact and no cause for hope.
We’re going to change that by bringing together
everyone in the Parkinson’s community to raise
standards of care and empower people affected
by the condition to take more control of their lives.
And we’re determined to find a cure.
Only by working together can we succeed,
which is why this isn’t a strategy for just the charity.
Everyone needs to play a part – the researchers
whose expertise and passion are propelling us
towards vital breakthroughs, and the health and
social care professionals dedicated to improving
the quality of services.
And, of course, at the heart of everything are
people who are living with the condition – those
who have Parkinson’s themselves, family members,
friends and carers. All around the UK they are already
taking extraordinary steps to transform not only
their own lives, but the lives of everyone affected
by Parkinson’s.
Please join us in doing everything possible
to bring forward the day when no one has
to fear Parkinson’s.
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I was diagnosed
with Parkinson’s
on 14 November
2010 at 9.45am.
My life changed
in minutes.

I

had convinced myself that I would be told
that I was just under a lot of stress, then
WHAM! The words seemed to be in slow
motion. Minutes later I was walking down
the hospital corridor, numbed by the news.
I got to the lifts and crumbled.

I owe a lot of gratitude to the Parkinson’s UK
team in Northern Ireland. Not only have they
given me the courage to take control of the
condition myself, but I now have a renewed
value on my life. My new mantra is “I may
have Parkinson’s, but Parkinson’s does not
have me”.

In the months that followed I read all the
wrong stuff on the internet and my condition
worsened. In those early days I was in a
pretty bad place. Then I heard there was
a Parkinson’s UK open day coming up in
Belfast. We decided to go to see what,
if anything, could be gained.

I’d like to think a cure is out there and hope
that treatments will get better before my
symptoms get worse. I know Parkinson’s
UK are doing everything possible to make
progress happen quickly. In the meantime
I’ve decided to do what I can to help myself.

Sitting in the car park, I watched people
go in, and some were in a pretty bad state.
I very nearly got cold feet, but thankfully
this has got to be the best thing I have ever
done. I met other people with the condition,
as well as the Parkinson’s nurse and the
charity’s Parkinson’s local advisers.

I took up art as an escape from all things
Parkinson’s, and boy, has that opened huge
doors for me, including an upcoming solo
exhibition. I keep as active as I can and train
in the art of Shotokan karate five times a
week. Believe it or not I compete against
contestants who don’t have Parkinson’s –
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and win! I also sing in the Belfast Parkinson’s
choir. And because I received so much
support from Parkinson’s UK, I always try
to help the charity whenever I can, such as
being filmed for a DVD to help people take
more control of their lives with the condition,
and giving talks to health professionals.
Helping care professionals to understand the
importance of providing the right services
when they’re needed matters a great deal.
Personally, I’ve received good care, but I had
to go looking for it. Not everyone with the
condition is able to do this, and it’s unlikely
that anyone will be knocking on their door
asking them what they can do for them.

And professionals can do so much with
the right knowledge and understanding.
As bad as it was getting my diagnosis,
I’ve now done things I would never have
had the opportunity of doing, and I have
a fantastic group of friends. The best advice
I could give to anyone in a position where I
once was is get involved, help yourself and
challenge yourself every day. I treat every
day as if it is my first – telling myself today
is going to be a good day.
Paul McCourt
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.Better
.treatments
.and a cure
– faster

We’ll improve collaboration in Parkinson’s
research by:
• b ringing together the research community,
including researchers, companies,
regulators and government agencies,
with people affected by Parkinson’s

We’ll speed up the search for a cure by:
•w
 orking with regulators to simplify
processes and cut red tape

• c reating a new global consortium in which

•m
 atching up studies that need participants

T

• inspiring everyone, including the best and

o develop more effective treatments
and a cure for Parkinson’s – the top
priority for so many affected by the
condition – we need to overcome many
obstacles. We need to cut the red tape that’s
slowing progress. We need to make sure
breakthroughs are being shared and capitalised
on. We need to think more creatively to open
up new avenues of exploration.
Right now we are creating new programmes
designed to solve these challenges, working
with the very best partners in the UK
and around the world. We’ll smooth the
regulatory runway and get biotech and
pharmaceutical companies to engage with
the condition and the development of better
drugs and therapies.
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researchers, companies and government
will share data and expertise to improve
clinical trials and get new treatments faster
most innovative minds, to get involved in
Parkinson’s research

We’ll make sure Parkinson’s research
is focused by:
• p romoting the voice of people with
Parkinson’s to focus the scientific
community on their needs when
planning research

with people who want to take part
in research

• increasing the funds available for

Parkinson’s research – through our own
fundraising and by leveraging further
investment from industry and government
funders, as well as other charities

What will be different by 2020?
There’ll be more new and better drugs
and treatments being developed – and
they’ll get to people faster. Everyone
affected by Parkinson’s will have the
opportunity to play an active part
in research.
How will we know if we’ve succeeded?
At least two promising new treatments
for Parkinson’s will be being tested
in clinical trials in the UK. And if our
clinical trial of GDNF – a drug with
exciting potential – is successful, it will
have been taken on by a drug company
to do larger, longer trials.

• p rioritising and actively directing

research that is most likely to lead to new
treatments and better ways to manage
the condition in years, not decades

•m
 obilising the research community to

tackle the barriers slowing our progress
and capitalise on opportunities

“When a loved one is diagnosed you are desperate for help. It’s
frustrating that the condition presents in diverse ways and prescribing
can be so challenging. The more treatments available, the better chance
of a good life. All of us – carers and those with the condition – need to
say what we need and to support Parkinson’s UK in every way.”
Hilary, whose husband, John, has Parkinson’s, is a member of our Research Advisory Panel
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Better treatments and a cure – faster

People affected by Parkinson’s
visit a research project at the
University of Sheffield

Fast-tracking treatments
When a Parkinson’s researcher makes a
breakthrough in a university lab they often
don’t have the tools or expertise to take
the next step. We’ll fill this gap by setting up
a Parkinson’s UK drug discovery programme
to help scientists rapidly turn their discoveries
into drugs that can be tested and taken to
the next stage.







Professor Peter Jenner, Emeritus Professor at King’s College, London

Boosting discoveries
Only by truly understanding the complex
processes involved in Parkinson’s will we be
able to develop treatments that can slow,
stop, prevent or cure the condition. So we’ll
invest in the best and brightest minds and
science to unlock the ideas most likely to lead
to new treatments.
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“I’m hugely encouraged by Parkinson’s UK’s commitment to finding novel
treatments for common symptoms of Parkinson’s that still blight people’s
daily lives, as well as continuing the search for a cure.”

Over the past 10 years, huge progress has been made in our
understanding of Parkinson’s, the causes of the condition and
avenues to new treatments. But turning these discoveries into
treatments is not happening fast enough. To change this we’ll
be doing things differently and we have big ideas for speeding
up drug development to find new treatments for Parkinson’s
faster. These include:
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Putting people living with Parkinson’s at the heart of
everything we do means that our research is focused
on what really matters – developing new treatments
in years, not decades.
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As the world’s largest patient-led Parkinson’s charity,
everything we do is driven by people affected by
Parkinson’s. This means that when it comes to
research, people with the condition and their families
are setting the agenda, making decisions about the
projects we fund and working in partnership with
researchers at every stage.



Speeding up drug
development

The right
research

WE

Drug repurposing
The path from the lab to an approved
treatment may take 20 years and cost
£1billion, but is there a shortcut? Another
new programme will explore the potential of
existing drugs that are already widely used to
treat other conditions. These could be made
available to people with Parkinson’s much
more quickly.
Improving clinical trials
Clinical trials are the most costly and risky
part of drug development. To address
this we’ll be bringing together a unique
consortium of companies, academic
researchers and regulators to share the data
and learnings from previous clinical studies
to make clinical trials faster, cheaper and
more likely to succeed.

“To be successful in discovering and delivering effective new medications
for those living with Parkinson’s, collaboration and data sharing is urgently
needed. Data sharing tells how each patient has unique symptoms, fosters
smaller and more efficient clinical trials and will eventually lead to better
therapies.” Diane Stephenson, PhD, Executive Director, Coalition Against Major Diseases
(CAMD), Critical Path Institute
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.Empowerment
to take
•
control

We’ll ensure people affected by
Parkinson’s feel empowered by:
• o ffering information and support that
focuses on each person’s unique needs
and aspirations

P

arkinson’s is unpredictable. It’s
impossible to know how quickly it will
progress and everyone’s symptoms are
different. They can even vary hour to hour.
That’s why staying in control is such a big
priority for so many people affected by the
condition, as well as their families and carers.
We’ll be enabling people to take control and
carry on doing the things they enjoy, right
from diagnosis and throughout their lives.
And just as importantly, we’ll be working to
ensure that society as a whole understands
Parkinson’s and meets the needs of everyone
living with the condition.
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providing more opportunities for
people all across the UK to take part
in our self-management programme,
‘A path through Parkinson’s’

• s upporting more people to get the

services and benefits they’re entitled to

We’ll ensure they are understood by:
• d elivering high-impact public
awareness campaigns that tackle
attitudes and behaviour

•w
 orking with employers, public bodies

and customer-facing industries to ensure
they meet the needs and uphold the rights
of people with Parkinson’s, their families
and carers

What will be different by 2020?
Everyone affected by the condition
will feel more able to take control
and live life to the full in a ‘Parkinson’s
friendly’ society.
How will we know if we’ve achieved it?
By using a robust, independently
developed scale we’ll be able to measure
over time whether the Parkinson’s
community is feeling more in control.

We’ll help them to feel inspired to:
• g et involved – by volunteering to support
others affected by Parkinson’s, raise funds,
progress research, or in whatever way is
right for them

• c ampaigning to make sure the benefits

• e ngage with any creative and therapeutic

“I’ve had Parkinson’s for around 10 years and I’m still active and positive
about my future. It’s all about attitude. You should do what you want to
do while you can, to the best of your energy and ability.”

activities that enhance their lives, such as
singing and dancing

• s peak out about what it’s like to live with

Parkinson’s so their needs are understood
and responded to

and care system reflects the needs of
people affected by Parkinson’s

Miah is an avid photographer and was diagnosed with Parkinson’s aged 61
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Empowerment to take control

Finding out what others do to live to the full can really make
a difference. Here are the key things people with Parkinson’s
told us help them.
Thinking positive
Looking for the positives and focusing
on what you can do.
Getting informed
Finding out what you can about Parkinson’s
and knowing your rights, so you can make
choices about your lifestyle, treatment
and care.
Being involved
Sharing your skills and making a difference,
however big or small.

Doing things
Doing whatever you enjoy and that helps
you live life to the full.
Making plans
Setting personal goals and making positive
life changes to help you achieve your targets.
Staying connected
Making time for family and friends, and
meeting and learning from others with
similar experiences.

We want everyone living with the
condition – everywhere in the UK – to
have access to the following opportunities,
and will be working with volunteers and
other partners to make it happen.

• Information and advice right from
diagnosis, including where to get
more help.

• S upport from others affected by
the condition.

• A befriending service, particularly for
those who are currently isolated.

•O
 pportunities to exercise.
• T herapeutic activities, such as singing
and art.

WE’re inclusive


WE
inspire

For everyone,
everywhere



Ways to take
control

• S elf-management programmes.
• T he chance to socialise with people with
and without the condition.

• F inancial assistance to cope with the

additional costs of living with Parkinson’s.

• T heir views and feedback listened to.
Alongside this, we’ll be making sure that
wherever someone lives, they have the
chance to get involved with fundraising,
campaigning, research and raising the
profile of Parkinson’s UK and the condition.

These ideas will be behind everything we do to empower people to take control – from our
resources to our self-management programmes.

“I’ve got to remain positive, remain
confident. Yeah I might shake, but
if I started stopping in the house
all the time and letting the looks
of other people affect me then
it’s going to get me down.”
John was diagnosed in 2008 at the age
of 23 and has written a book about living
with early onset Parkinson’s

“I try and do some exercises every
day, and do t’ai chi and swim a
couple of times a week. This all
helps with my balance and with
maintaining a certain physical
capacity. It also makes me feel
better and makes me feel that
I have a certain control over my
situation.” Dick, who was diagnosed
in 2011, also stays active by travelling
as much as possible
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Parkinson's has made artist
Paul reassess what's really
important to him
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Quality
.services
.as standard

T

he right care at the right time can
mean the difference between someone
becoming overwhelmed and isolated by
their symptoms and leading the most active,
fulfilling life possible. However, access to
high-quality services still varies greatly
across the UK.
That’s why we’ve set up the UK Parkinson’s
Excellence Network, bringing together the
passion and expertise of leading professionals,
the voice of people affected by Parkinson’s
and our strategic leadership and resources.
By working together we can make sure
that every single person with Parkinson’s
receives the all-round expert care they need,
wherever they live in the UK.
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We’ll make sure Parkinson’s services
are improving by:
• e ngaging all professionals involved
in Parkinson’s care with the Excellence
Network, fostering peer support
and collaboration

• p roviding resources, data and evidence to
enable professionals to improve care and
deliver better services

• r olling out an improved Parkinson’s Audit

to measure the quality of services from
the perspective of users, so we can focus
attention where it’s most needed

We’ll make sure that Parkinson’s
professionals are informed by:
• p roviding access to all relevant training and
professional development opportunities as
part of the Excellence Network

• d eveloping a wider range of sustainable

education programmes to reach all
disciplines involved in Parkinson’s services

• p roviding extensive local training through
expert volunteer Parkinson’s educators

We’ll ensure professionals are empowering
and enabling people affected by
Parkinson’s to:
• t ake control, providing them with
information, support and encouragement
to live life to the full

•m
 ake choices about services
• c ampaign, challenge poor practice and
get involved in research

What will be different by 2020?
High-quality services will be available
to everyone living with Parkinson’s,
meeting their needs at every stage of
the condition.
How will we know if we’ve achieved it?
The Parkinson’s Audit will help us
identify where improvements are
needed and whether they’re being
made. The audit includes feedback on
services from people living with the
condition across the UK.

“The consultant talked at me about ‘basal ganglias blah blah blah’. He must
have seen the confusion on my face and said: ‘You have Parkinson’s’. We
went home with a million questions, including what actually is Parkinson’s?
It may have been his thousandth time telling someone they have the
condition, but it was my first time hearing it.” A real-life experience shared with
professionals at the launch of the UK Parkinson’s Excellence Network
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Quality services as standard

Striving for
excellence
The UK Parkinson’s Excellence Network
was launched in February 2015 to ensure
everyone with Parkinson’s has access to highquality services, no matter where they live.
By connecting health and social care
professionals, locally and across the UK,
the Excellence Network will raise standards
in every area of Parkinson’s care.
Importantly, the Excellence Network will
enable people affected by Parkinson’s to have
their say about existing services and what can
be done to improve them. It will also provide

A radical new
approach
WE UNITE
resources that professionals can use to equip
people affected by Parkinson’s to take control,
manage their condition and live life to the full.
You can find out more at
parkinsons.org.uk/excellencenetwork

The views and needs of people
affected by Parkinson’s shape
everything we do, and the
development of this strategy was
no exception. Along with members
of the professional and research
communities, people living with the
condition were involved every step
of the way, pinpointing what would
make a real difference to their lives –
right now and in the longer term.
One thing was clear – change is
urgently needed and to make it
happen on a much bigger scale we
have to do things differently. So
the three themes of the strategy
represent ambitious new approaches.
We’ve previously focused on funding
essential research, and this will
continue to be an important part
of what we do. But now we want
to take on the role of international
leader in the field of Parkinson’s,

WE
LISTEN
galvanising all the people and
organisations that must play a
crucial role to make scientific
breakthroughs happen faster.
In the past we’ve provided support,
but what people affected by
Parkinson’s have told us is that they
want to feel more in control of their
lives. The support and information
we’ll now be offering will focus on
equipping people to live an active
and fulfilling life from the point
of diagnosis.
Until now, we’ve provided training for
professionals and secured Parkinson’s
nurse posts, and this has made a real
difference to people’s lives. But we
want to have an even bigger impact
– joining forces with professionals
to define and deliver best practice in
Parkinson’s care across the board.

“This is a bold new strategy. But if we can deliver it, it will
massively improve the lives of people living with Parkinson’s
in the UK and across the world. We can only make this happen
if everyone works together with a sense of determination,
focus and urgency. This is a fantastic time for people to get
involved and really make a difference.”
16

Hundreds of leading professionals
came together for the launch of the
UK Parkinson’s Excellence Network

Steve Ford, Chief Executive, Parkinson’s UK
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What can
you do to
change lives?

W

hoever you are, you can make an
enormous difference to the lives
of people affected by Parkinson’s.

Support us

Whether you’re an individual, company or
other organisation, your support is crucial.
We are totally dependent on donations to
fund the work that we do. If you’ve already
given to Parkinson’s UK, thank you!
If you’d like to find out more about all the
ways you can support us, visit parkinsons.
org.uk/getinvolved. You can even make a
donation right now by calling 020 7932
1303 with your card payment details, or
you can simply text PARKINSONS to 70500
to give £5.

Volunteer with us

Our work simply wouldn’t be possible
without our volunteers, who play a crucial
role in everything we do. There are so many
ways to volunteer your time and expertise
– from organising social events and
fundraising to supporting our campaigning
and research work.
To find out about roles that would suit you
– whether you’re affected by the condition
or not – visit parkinsons.org.uk/volunteer,
email volunteering@parkinsons.org.uk or
call 020 7963 9328.

“We’re not just passive people
being handed lots of information.
We’re actually creating our
own community. Belonging to
something and being seen and
being recognised makes all the
difference.” Artist Paul was diagnosed
with Parkinson’s in 2008

Work with us
Professionals
The UK Parkinson’s Excellence Network brings
together health and social care professionals
to transform care for people affected by
Parkinson’s (see page 16 for more details).
To find out how to get involved, share
knowledge and drive change through the
Excellence Network, visit parkinsons.org.
uk/excellencenetwork
Here you’ll also be able to sign up for the
Excellence Network newsletter – for all the
latest Parkinson’s training, resources, events
and news.

“The Excellence Network will make
a huge difference – it’s one of
the most exciting things that’s
happening in the professional
world for people with Parkinson’s.”

Research community
Whatever part you play in the research
process – whether you are affected by
Parkinson’s, are a university researcher or
health professional, or work in industry –
we need your help to develop new and
better treatments, and a cure.
Find out about the different opportunities to
get involved at parkinsons.org.uk/research

“It’s frightening not knowing
what’s ahead of us and the
more people that can support
Parkinson’s research the better.”
Ann is a retired bank manager
who was diagnosed in 2013

Fiona Lindop, Specialist Physiotherapist
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