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People with Parkinson’s say that 
the most important person helping 
them manage their condition is 
their Parkinson’s nurse. We feel 
passionately that everyone affected 
by Parkinson’s should benefit from 
this support. That’s why we’ve 
invested over £12million so far to set 
up specialist Parkinson’s nurse posts 
across the UK. 

Even with this investment, thousands of 
people have still never seen a Parkinson’s 
nurse, because of the lack of local NHS 
commitment to these posts. 

Currently only 80% of primary care 
trusts in England provide full access to a 
Parkinson’s nurse. And there’s a risk that 
financial pressures in the NHS may limit 
access even further. We understand the 

need for financial restraint at this time, 
but cutting front-line Parkinson’s nurses 
does not make sense. Parkinson’s nurses 
provide crucial cost effective care.

That is why we’re campaigning  
now to protect and develop this  
vital front-line service. To help, visit 
parkinsons.org.uk/faircare 
and take action in your local 
community now.

Steve Ford 
Chief Executive



Key messages

•  We are deeply concerned 
that financial pressures 
across the NHS in England 
in 2011 are causing risks 
and threats to Parkinson’s 
nurse posts.

•  Everyone with Parkinson’s 
needs access to the 
Parkinson’s nurse services 
that are vital to them living 
independent lives.

•  Losing community-based 
Parkinson’s nurses could 
cost the NHS in England 
up to £19.5million in 
increased admissions  
and demands on 
consultant time.

•  Losing hospital-based 
Parkinson’s nurses might 
cost the NHS in England up 
to £15.6million in longer 
time spent in hospital.

•  Employing an extra 60 
nurses would provide 
adequate access across 
England and could save 
the NHS up to £7.1million.

We want the NHS in England to:

Protect all front-line 
Parkinson’s nurses from cuts 

Make sure everyone with 
Parkinson’s has access to  
a Parkinson’s nurse



Parkinson’s nurses at risk

We are deeply concerned that financial 
pressures across the NHS in England in 2011 
have created risks to Parkinson’s nurse posts.

We surveyed Parkinson’s nurses in England 
in March 2011 and around one-third 
responded. Of the nurses that responded 
29% feel insecure in their posts and a further 
51% felt only moderately secure. Over one 
in five (21%) say their post is at risk or 
threatened in some way.

Case loads are rising, with 19% of nurses having 
a case load of more than 700 people with 
Parkinson’s. This is much too high to provide 
adequate care. The National Institute for Health 
and Clinical Excellence (NICE) i recommends an 
average case load of 300 patients per nurse.

27% of nurses who responded to our survey 
said they have been made to change their 
working practice and that this had a negative 
impact on their patients: 

•  Parkinson’s nurses are being made to stop 
home visits where they care for the most 
vulnerable and high-need patients.

•  Parkinson’s nurses are being asked to work 
back on the wards to fill in the gaps created 
by cuts to other nurse posts.

•  Administrative support is being taken 
away, so Parkinson’s nurses have less time 
to see patients and carers. 

This doesn’t make financial sense. Parkinson’s 
nurses save money. They prevent unnecessary 
admissions and readmission to hospital and 
reduce the demands for costly consultants’ 
time. Their services are at the heart of delivering 
high-quality care to achieve the best outcomes 
for patients. 

At this time there are no threats to nurse 
posts in Scotland, Wales or Northern Ireland.



Ken



living with Parkinson’s

One person in every 500 has Parkinson’s. 
That’s about 120,000 people in the UK. Most 
people who get Parkinson’s are aged 50 or 
over, but one in 20 is under the age of 40.

Parkinson’s is a progressive neurological 
condition for which there is currently  
no cure. Living with Parkinson’s can be  
a frustrating and isolating experience  
for many people.

As well as affecting movement, people with 
Parkinson’s can find that other issues, such as 
tiredness, pain, depression and constipation can 
have a negative impact on their day-to-day 
lives. As the condition progresses, an increased 
amount of care and support will be required.

People with Parkinson’s need access to vital 
services that help them live independent lives.

Over 2,600 people affected by Parkinson’s 
took part in a recent survey of their 
experience of Parkinson’s nurses. The survey 
showed that twice as many people rated 
their nurse (65 %) as the most helpful in 
enabling them to understand Parkinson’s 
services compared to their neurologist 
(32%). And three quarters (73 %) of people 
with Parkinson’s who don’t have access to a 
nurse think that they would be able to better 
manage their Parkinson’s with help from a 
Parkinson’s nurse.
 

“My nurse understands me and gives me the tools to live an active 
life without resorting to other NHS services. I told her about my 
lack of sleep and how I wake with stiff muscles in the night. She 
suggested a change to my medication and, hey presto, I can now 
sleep for six to seven hours at night!”
Pamela Goff, 60, from Sheffield, was diagnosed with Parkinson’s in 2009. 



Lisa and Sheena



a Parkinson’s nurse  
for everyone

There are currently 264 Parkinson’s nurses in 
England. Around 60% are community-based 
and 40% are hospital-based, although some 
work across both settings. NICE recommends 
an average case load of 300 patients per 
nurse in order to provide good quality care. 
We need at least another 60 nurses in England 
to ensure that everyone has adequate access. 

Over one in five (20%)ii primary care trusts in 
England have limited or no access to a nurse, 
meaning that people in these areas are missing 
out on vital services. 

“Up until this year, I have had excellent support from a 
Parkinson’s nurse that has now, sadly, been withdrawn. 
I’m really worried about what the future will hold without 
the vital medical and emotional support that my nurse had 
provided. I feel an acute sense of loss.”
Paul Welti, 66, Tonbridge, Kent, was diagnosed with Parkinson’s in 2000. 



Kris



people with Parkinson’s 
campaigning for nurses

In Bristol, access to a Parkinson’s nurse for 
people living in different areas of the city was 
quite simply a postcode lottery. There was one 
nurse, who covered only a small area. Many 
people missed out on the vital support and care 
a Parkinson’s nurse could have offered.

Parkinson’s UK members and staff worked to 
get a new nurse in place. At first it was difficult. 
It took some time for the local primary care 
trust to listen to the arguments about why a 
Parkinson’s nurse was so important. 

But we persisted in explaining what local people 
with Parkinson’s needed in order to manage 
their condition and why the post could save the 
primary care trust money. A new nurse is now in 
place in Bristol, meaning that more people with 
Parkinson’s are getting the support they need.





how Parkinson’s nurses 
save money

Parkinson’s nurses are critical to the care of people living with Parkinson’s. They help people manage 
their medication, offer advice and information about living with Parkinson’s, and give emotional 
support to people with Parkinson’s and their carers. They work with people with Parkinson’s to  
co-ordinate the range of different services and professionals they need to see, to continue living 
their lives to the full.

Reducing 
unplanned 
admission to 
hospital
More than one third of people with Parkinson’s 
are admitted to hospital each year. 75% of 
these instances are emergency admissions. 
Many of these admissions could have been 
avoided by good support and care in the 
community. Parkinson’s nurses contribute to 
such care by running home visits, telephone 
services and clinics with flexible appointments. 
They support high-need patients at home, 
meeting urgent needs quickly and efficiently. 

A single Parkinson’s nurse can save an average 
of £80,000 in unplanned admissions.iii

If this was replicated across the NHS 
in England, with a further 60 nurse 
posts, the NHS could save over 
£4.8million per year.

Cutting the existing 60% of 
Parkinson’s nurses who are 
community based would result in a 
massive rise in admissions. This could 
mean an additional £12.6million cost 
in the NHS in England per year.

Avoiding 
unnecessary 
consultant 
appointments
People with Parkinson’s should be reviewed 
by a Parkinson’s specialist every six months. 
Parkinson’s nurses can carry out this role and, 
every time they do, they free up consultants’ 
time to use their skills for diagnosis or 
complex care.

A single Parkinson’s nurse can save an average 
of £43,812 in consultant appointments.iii 

If this was replicated across the NHS in 
England, with a further 60 community 
based nurse posts, the NHS could save 
over £2.63million per year. 

Cutting the existing 60% of 
Parkinson’s nurses who are 
community based would greatly 
increase demand on consultant time. 
This could mean an additional cost  
of £6.9million to the NHS in England  
per year.



Avoiding  
readmission to 
hospital
A Parkinson’s nurse can ensure that patients 
leave hospital with appropriate care in 
place. They co-ordinate all the services and 
professionals that are needed to help people 
manage at home and prevent people being  
re-admitted to hospital. 

The Parkinson’s nurse in Bury Primary 
Care Trust reduced readmission 
figures by 30% between 2008/09 
and 2009/10.iii

Reducing the 
number of days 
spent in hospital
Hospital-based Parkinsons’ nurses can ensure 
that people with Parkinson’s don’t spend 
more time in hospital than necessary. They 
ensure that people with Parkinson’s get their 
medication on time which is vital in preventing 
their condition from getting out of control. 
They educate hospital staff about Parkinson’s, 
helping to avoid complications. And they work 
to make sure that the necessary support is 
ready for patients and families when they go 
home or move to a care home. 

A single Parkinson’s nurse can save an average 
of £147,000 on days spent in hospital.iii

Cutting the existing 40% of 
Parkinson’s nurses who are hospital-
based will mean the length of stay 
in hospital will rise, which could 
lead to additional avoidable costs of 
£15.6million per year in England. 

More information can be found on the  
value of Parkinson’s nurses in our guide  
for commissioners – Parkinsons nurses: 
affordable, local, accessible and expert care.



protect Parkinson’s 
nurses campaign

Parkinson’s UK is launching a major new 
campaign in England to protect Parkinson’s 
nurses. We will be asking people to help us 
protect vital front-line services for people 
with Parkinson’s by contacting local and 
national decision makers. More  
information on the campaign will be  
available at parkinsons.org.uk/faircare 

Help us make sure no one has to face 
Parkinson’s alone. 

For more information  
020 7963 9370 
pr@parkinsons.org.uk

iNational Institute for Health and Clinical Excellence (June 2006) ‘Parkinson’s disease: diagnosis 
and management in primary and secondary care. National cost-impact report, implementing NICE’.

iiData based on Parkinson’s UK mapping of Parkinson’s nurse coverage across the UK

iiiParkinson’s UK 2011 ‘Parkinson’s nurses: affordable, local, accessible and expert care. A guide to commissioners in England.’



We’re the Parkinson’s support  
and research charity. Help us find  
a cure and improve life for everyone 
affected by Parkinson’s.
We bring people with Parkinson’s, their carers and families 
together via our network of local groups, our website and free 
confidential helpline. Specialist nurses, our supporters and staff 
provide information and training on every aspect of Parkinson’s. 

As the UK’s Parkinson’s support and research charity we’re leading 
the work to find a cure, and we’re closer than ever. We also 
campaign to change attitudes and demand better services. 

Our work is totally dependent on donations. Help us to find a cure 
and improve life for everyone affected by Parkinson’s.

Parkinson’s UK
215 Vauxhall Bridge Road 
London SW1V 1EJ

Free* confidential helpline 0808 800 0303
Monday to Friday 9am–8pm  
Saturday 10am–2pm. Interpreting available. 
Text relay 18001 0808 800 0303
 *calls are free from UK landlines and most mobile networks.  

parkinsons.org.uk
pr@parkinsons.org.uk
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