
Is there
sense in the system? 

Are perverse incentives creeping
into PD management in England
and Wales? Currently NICE
guidelines (to which all English
and Welsh Academy
graduates are working
towards achieving)
advise that PD
patients are followed
up for diagnosis and
diagnostic review
every 6 to 12 months.
However, on average
outpatient attendances
are paid for by commissioners
on the basis that there will be
one new patient attendance and
1.7 follow ups. Trusts are not
paid for any more work with
regards to patients, unless that
patient is discharged back to the
GP and then re-referred as a
new patient again. Therefore
many clinicians are being urged
by their Acute Trust to discharge
patients back to the community
with consequent loss of
continuity and care by the

Specialist PD Team unless re-
referral by the GP goes ahead.
This could be very disconcerting
and worrying to patients with PD
who do require more guaranteed
regular specialist follow-up by

team members they know
and trust. 

One has to be
sympathetic to an Acute
Trust’s dilemma because,
if patients are not
discharged back to their
GPs under the current
proposal commissioning
arrangements, they will be

fined millions of pounds for not
achieving the 1 new to 1.7 follow
up ratio. This “one size fits all”
could be really detrimental to
patients who need a chronic
disease management
programme. What is needed is
some flexibility in the system,
whereby Trusts can be suitably
recompensed for the work they
do in following-up patients
appropriately with jointly agreed
protocols between providers and
commissioners.   

Some consultants are using
NICE guidelines to ensure that
they can follow patients up
regularly but what’s happening in
your Trust? Do we need to ‘get
political’ and address these
issues? Let the Faculty know
your thoughts. Help us to help
you, email any concerns you
have.  

Sue Thomas, Health Policy
Adviser, Founder Member BGS
PD Academy 

“What is
needed is

some flexibility
in the system”
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and mechanism to allow benchmarking against
other centres and, finally, to get the PD NICE
Guideline Audit on the National agenda by linking
with national commissioners of audit and other
colleagues involved in providing PD patient care.
Since the Oct 2007 edition of Masterstrokes the
following has happened:
1. Masterclass 10 has piloted Version 1 of a PD
NICE Guideline audit tool.  The audit at present
comprises 2 parts:  

Part 1 Service audit – can patients 
access services and treatments 
recommended by NICE? 
Part 2 Audit of patients referred with 
suspected PD

The results were analysed by the Parkinson’s
Disease Society (Liz Tucker) and presented at
the PD Masterclass Alumni session of the
Autumn BGS.
2. A Steering Group is now in place, hosted by
the Parkinson’s Disease Society and with
representation from myself and Peter Fletcher for
the BGS Movement Disorder Section and Dr Nin
Bajal representing the newly-formed British and
Irish Neurology Movement Disorder Group.
Invitations have been sent to audit leads for PD
Nursing, Physio and Occupational Therapy
3. Version 2 of the Audit tool incorporates an
excellent Excel spreadsheet for data collection
with charting / analysis facilities. Standards have
been expanded and definitions added.  Version 2
will be road-tested by the next Masterclass in
May
4.  The Steering Group are meeting with
Professor Nick Black, chair of NCAAG in May to
see how we can best link with the National Audit
agenda.

Linking with other groups brings some delay but
will, I am sure, result in a much more credible, fit

for purpose PD audit tool.
In the meantime, audit is about
achieving change – and a simple
baseline “where are we” discussion
can be a useful pre-audit exercise to
get things started.  Beverly Ryton,
Clinical Effectiveness Information Co-
ordinator, prepared a grid of NICE
Guideline recommendations with
“current position” and “local
recommendations” columns for the
Sheffield Parkinson’s Stakeholder
Group and has kindly agreed for this
to go on our website. So watch this
space.

Dr Dorothy Robertson
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National Clinical Audit has changed from
April – so get ready for some acronyms!  
The National Clinical Audit and Patients’
Outcomes Programme (NCAPOP), formerly
hosted by the Health Care Commission, will now
be run by the Healthcare Quality Improvement
Partnership (HQIP), a consortium consisting of
the Academy of Medical Royal Colleges, the
Royal College of Nursing and the Long Term
Conditions Alliance. The NCAPOP will continue
to commission national audits but has been given
an expanded remit to ensure “stakeholder”
engagement and develop materials and
resources to support local and national audit. A
new National Clinical Audit Advisory Group
(NCAAG) has been established to advise the
Department of Health and “drive the
reinvigoration of clinical audit, yielding new
publicly available information to support
improvements to clinical practice and service
delivery”  The NCAAG, chaired by Nick Black,
Professor of Health Service Research at the
London School of Hygiene & Tropical Medicine,
will act as the steering group for NCAPOP and
will have a role in considering proposals for and
prioritising funding for new national audits. 

The 2007 White Paper “Trust, Assurance and
Safety” identifies three topics for early
consideration and hints at a more directed “top
down” approach
a) How Connecting for Health can support clinical
audit 
b) Whether the quality of local governance and
audit processes can be linked to the premiums
paid to NHS Litigation Authorities and the
relationship between individual practitioners and
the premiums they pay to their medical insurers
c) How clinical audit can support the
development of quantified data to support the
revalidation of medical professions
(covers all health professions)
The overall programme is being
led by the “Quality Strategy Team
of the Department of Health –
email helen.levell@dh.gsi.gov.uk
to join mailing list to keep up with
developments. 
So what has all this to do with PD
academy and where are we with
PD audit?? Our aim has been
firstly to facilitate local PD related
audit by providing a workable
audit tool which can be
downloaded and used / modified
as wanted for local needs.
Secondly to establish the resource

National  Clinical  Audit  has  changed
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Life  with  Parkinson’s  today  -  

room  for  improvement
Parkinson’s Disease Society launches
details of the UK’s largest ever survey of
people with Parkinson’s and carers 

Life with Parkinson’s today – room for
improvement (PDS 2008) is the report from a
survey conducted by PDS UK in 2007 to
increase understanding of the needs of people
living with PD.  It was launched during the
2008 annual Parkinson’s disease Awareness
Week (April 7-13th).  The Society undertook a
similar survey in 1997 and by comparing the
responses can see changes that have taken
place in Parkinson’s care over the last decade.
In general the survey has revealed that
services are getting better for some people
who live with the condition but there are still
many gaps in services. The National Institute
of Health and Clinical Excellence Guideline for
PD covers England, Wales and Northern
Ireland and recommends initial diagnosis by a
specialist and those individuals should have
access to a Parkinson’s disease nurse
specialist and therapists when they need them.
What is the real picture?  

Over 13,000 people responded to 2007 survey
giving a wealth of knowledge about people’s
lives and the services and support they are
currently receiving.

Key finding from the survey show that  

�15% of people with PD have never been
seen by a hospital doctor with specialist
knowledge of the condition

�1 in 5 people were diagnosed by their GP
despite recommendations that people should
be seen by a specialist

�Over a quarter of people have never spoken
to a Parkinson’s disease nurse specialist
despite the fact that this is the top campaign
priority for the Society

�Although access to therapists: physiotherapy,
occupational and speech and language
therapy is improving, the majority of people
with PD are still not been assessed for or
receiving therapies to help them manage their
condition.   

For those of you who are developing and
building upon new services this is useful
information to make a case for developing your
services and meeting NICE guidelines. 

Copies of the report are available from
Parkinson’s Disease Society UK 215
Vauxhall Bridge Road London SW1V 1EJ
0207 931 8080.

So… if your service needs to be redesigned or
expanded a useful resource has just been
developed, read on…

The Long Term Neurological Conditions
guide is a new resource produced in
conjunction with a number of healthcare
charitable organisations, including the Multiple
Sclerosis Society, Epilepsy Action, the
Parkinson’s Disease Society, the Royal
College of Nursing and the Department of
Health.

The aim of the guide is to help commissioners
and providers of services to people with long
term neurological conditions (which includes
Parkinson’s disease) to offer the best possible
service. It outlines why services for
neurological conditions are important, shows
the importance of multidisciplinary healthcare
teams plus illustrates and clarifies the
contribution of specialist nurses. It also
features examples of good practice and
feedback from patients.

The guide also includes a summary of the
NHS National Workforce Projects Six Steps
method for integrated workforce planning. It
works alongside other indepth coverage on
long term neurological conditions, and whilst
the content focuses on the conditions
represented by the charitable contributors, the
content is applicable to all those delivering
care for a range of neurological disorders. 

You can download this resource pack from
http://www.healthcareworkforce.nhs.uk/resourc
es/latest_resources/long_term_neurological_co
nditions.html

Further resources are available on
Healthcareworkforce.nhs.uk website which are
applicable across all four countries of the UK.



Dying Patients and their Relatives to
benefit from Department of Health
Investment in Hospital Environments

The physical environment in which the NHS
cares for thousands of dying patients is to be
transformed as a result of a new £1 million
programme funded by the Department of
Health, led by the King’s Fund. Nurse-led
teams in 19 NHS trusts and one prison will
work to improve facilities to care for patients at
the end of life, the bereaved and the frontline
staff who care for them. The wide range of
projects will include new palliative care beds,
improvements to facilities for families and
visitors, dedicated bereavement suites and
refurbished mortuary viewing facilties. This
anouncement comes ahead of the English
government’s End of Life Care Strategy to be
launched later this year which will give people
greater choice and improved care at the end of
their life. This is the latest phase of the King’s
Fund’s Enhancing the Healing Environment
programme and follows a pilot scheme in eight
sites on end-of-life care that was completed
earlier this year. ‘The English government is
committed to improving care and people’s
choices at the end of life, regardless of their
condition or their location and are taking this
work forward through the development of a
national End of Life Care Strategy for adults,
which will be published in the summer.

Each project has to improve the physical
environment in an area used by patients and
relatives and must be run by a nurse-led,
multidisciplinary team. An integral part of the
project planning will be the involvement of
patients and relatives. Each team will have an
intitial budget of £40,000 to undertake their
project and each team member will receive a
place on a King’s Fund programme to develop
their leadership skills and give them the
practical knowledge they will need to make
their project a success. 

The nurse-led teams will be aided by a new
report, Improving Environments for Care at
End of Life, published on 24 April by the King’s
Fund, which both celebrates the success of
the pilot programme and explores the impact

that improving environments can have on
those who receive care or who work in end-of-
life care. The publication includes a literature
review, the results of a concurrent action
research programme, and the outcome of a
key stakeholder workshop.

The successful applicants whose projects will
be taken forward are: East Kent Hospitals
NHS Trust; Liverpool Women’s NHS
Foundation Trust; Luton & Dunstable Hospital
NHS Foundaton Trust; Northampton General
Hospital NHS Trust; Northumbria Healthcare
NHS Foundation Trust; Nottingham University
Hospitals NHS Trust; Shropshire County
Primary Care Trust; South Staffordshire and
Shropshire Healthcare NHS Foundation Trust;
South Tees Hospitals NHS Trust; Barnet and
Chase Farm Hospitals NHS Trust; Cambridge
University Hospitals NHS Foundation Trust;
Frimley Park Hospital NHS Foundation Trust;
Lancashire Care NHS Foundation Trust;
Newham University Hospital NHS Trust; North
Bristol NHS Trust; Portsmouth City PCT;
Salisbury NHS Foundation Trust; Southend
University Hospital NHS Foundation Trust;
York Hospitals NHS Foundation Trust; HMP
Albany, Isle of Wight.
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Update  from  
Scotland

• Three in ten people with PD have never
spoken to a PDNS 

• Over one third of people have never
been assessed or received a course of
physiotherapy

• More than half have never been
assessed or received a course of
Speech and language therapy

• More than half have never been
assessed or received Occupational
therapy 

• 4:10 (42) were not given clear
information about their condition and
medication at the time of diagnosis 

SIGN to publish guideline on PD

SIGN (Scottish Intercollegiate Guidelines Network) is currently developing a guideline on the Diagnosis and
Pharmacological Management of Parkinson’s Disease.  SIGN guidelines are developed using an explicit
methodology where development is carried out by multidisciplinary, nationally representative groups. 

Systematic review is conducted to identify and critically appraise the evidence and recommendations are
then explicitly linked to the supporting evidence. SIGN is a founder member of the international AGREE
collaboration (appraisal of guidelines, research and evaluation). This group has developed quality criteria
which emphasise six important aspects of guideline development – (1) scope and purpose (2) stakeholder
involvement (3) rigour of development (4) clarity and presentation (5) applicability and (6) editorial
independence. For SIGN guidelines, this means developing explicit clinical questions which specify not only
the patient group to which each applies, but the precise comparisons that are being investigated and the
outcome measures of interest. Following compilation of the evidence, reviewers will complete a considered
judgement form, which explicitly links the recommendation to the evidence. Because of the rigour and the
intensity of the process of a SIGN guideline, the PD guideline will have a more restricted scope than the
NICE guideline. In addition to the evidence-based review, the guideline group is also developing a narrative
review of publications describing issues of concern to people with PD and their families. This is a relatively
new area for SIGN and will cover patient concerns regarding broad issues such as communication, the
impact of diagnosis and attitudes to and experiences of drug treatment.

The guideline is due to report in 2009 but there were will be an open meeting on Thursday 18 September
2008 at the Hilton Grosvenor Hotel in Glasgow. This provides the opportunity for the guideline development
group to present its preliminary conclusions and draft recommendations to a broader audience. The
guideline group is looking to obtain valuable feedback, such as suggestions for evidence that may have
been overlooked or other interpretations of the evidence.  These meetings are full day meetings and are
registered for CPD points. Details of the meeting and how to register will be posted on the SIGN website
(www.sign.ac.uk) Implementation of SIGN guidelines in Scotland is a local responsibility generally
administered through local clinical audit and clinical governance teams at Board level.  Monitoring of
guideline implementation and integration with national clinical standards is one of the responsibilities of
NHS Quality Improvement Scotland (NHS QIS).  The publication of such guidelines is therefore intended to
lead to improved evidence-based practice and equity of service across Scotland. Further details of the
SIGN process and implementation are available at www.sign.ac.uk.        

Graeme Macphee [Consultant Physician and Honorary Clinical Senior Lecturer, Department of
Medicine for the Elderly, Southern General Hospital Glasgow] & Moray Nairn [Programme Manager
Scottish Intercollegiate Guidelines Network (SIGN)]

The Life with Parkinson’s today – room
for improvement survey showed
specifically for Scotland that there are
approximately 10,000 people with PD in
Scotland

• People in Scotland are missing out on
diagnosis by an expert  32% were not
informed of  their PD by a neurologist or
care of the elderly physician

• 47% of people diagnosed in the last 5
years waited longer for their first
appointment with a neurologist or elderly
care physician than those diagnosed
more than 10 years ago. 47% of those
diagnosed more than 10 years ago
waited less than 6 weeks compared to
37% in the last five years.  
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Things are happening in Wales writes Dr John Hindle from the PD
Masterclasss Faculty.

We have a PD Nurse post to be appointed for Gwynedd!! We will then
be working on another for the rest of the North West Wales area.

The PROMS PD study is going well and we have recruited over 100
patients in North West Wales onto this. We have had the support of
Neurodem Cymru to do this and the clinical research officers have
helped with recruitment and testing. We have developed some bolt-on
studies including a study of emotional face recognition (which includes
an FMRI study) and another study on bilingualism and cognition in PD.

Dr Sam Abraham has been appointed to a post in Wrexham and is developing a PD service.

In Wales as a whole a Wales Movement Disorders Group has been established: this meets twice per
year with one meeting attached to the Cardiff, Newport and Swansea Clinical Neuroscience meeting
in June and one meeting attached to the Welsh BGS meeting in September. I spoke at the last
meeting in Bridgend on Parkinsonism in the Community and Dr Sastry presented an overview
of research projects, the next meeting is in Bridgend again on June 5th and the guest speaker is Prof
Kailash Bhatia who is updating attendees on Hyperkinetic movement disorders.

Neurodem Cymru had a scientific meeting on 8th/9thMay. As part of this some topic research
development groups have been established, the aim being to help promote and develop collaborative
research across Wales. There is a Research Development
Group for PD. I am Chairing this but the main Neurology lead
on this is Huw Morris from Cardiff. Anyone from the
Masterclass who may be interested in research, has ideas,
wishes to share in projects etc should think about being
involved - they could contact me if they wished. We are
hoping at the next meeting to take forward suggestions about
a Welsh PD database and also help the PD nurses who are
keen to be involved in research.

I am sure there is lots more but this is a flavour of Wales at
present.  

Parkinson’s Disease Society Wales has in place a completely new team with which to support
people with Parkinson’s Disease in Wales - and with which to influence services for people with
Parkinson’s across the NHS in Wales. 

These posts include a new Wales-wide Information Manager, a Service Development Manager and
Education and Training Manager. There will be new posts also working with local voluntary branches
in South and North Wales and a new post of Campaign Manager working to influence policy and
planning for people with Parkinson’s at Assembly, Parliamentary and Local Authority level. These
posts will be managed from the PDS Wales offices in Pontypridd by Simon Hatch. 

Enquiries for information can be sent to the office on 01443 404916 or pds.wales@parkinsons.org.uk

Simon Hatch
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Wales Movement Disorders Meeting + Cardiff Newport Swansea Clinical
Neuroscience Meeting

Postgraduate Centre, Princess of Wales Hospital, Bridgend,CF31 1RQ
Thursday 5th June 2008 13:30 – 17:00

PROGRAMME

13:30 Lunch

14:30 Case Presentations:

Dr. Sandip Raha
Dr. Mark Fish
Dr. Mirdhu Wickremaratchi
Dr. Alistair Church

15:45 Tea/Coffee

16:00 Professor Kailash Bhatia, 
Institute of Neurology, Queen Square

Update on Hyperkinetic Movement Disorders

17:00 Meeting Close

The Life with Parkinson’s today – room for
improvement survey showed specifically
for Wales that there are approximately 6,000
people with PD in Wales

Although there is a slight trend towards more
people being diagnosed by a specialist in
Wales things still need to improve with one
third (34%) of people diagnosed in Wales with
Parkinson’s in the last five years missing out
on diagnosis by a specialist (neurologist or
elderly care physician). 

Respondents from Wales diagnosed in the last
five years were more likely to wait more than a
year for their first appointment with a specialist
than people in other areas of the UK.

25% of those referred to and diagnosed by a
neurologist in the last 5 years waitied for more
than a year for the appointment; however
waiting times for first appointments with
neurologists and geriatricians is getting better.
37% of people diagnosed more than 10 years

ago waited less than 6 weeks and 47% of

people diagnosed in the last five years waited
less than 6 weeks. 

Although people with PD and their carers in
Wales are more likely than anywhere else in
the UK to have spoken to a PDNS still one in
five (20%) have never spoken to one. 

Wales respondents were more likely to be able
to see a therapist than in any other part of the
UK; however the majority of people with
Parkinson’s are still not being assessed for or
receiving therapies to help them manage their
condition.

Three out of ten people with PD have never
been assessed for or received a course of
physiotherapy.

More than four out of ten people have never
been assessed for or received a course of
speech and language therapy.

Half of people with PD in Wales have never
been assessd for or received a course of OT. 

Further details from
Ms Dee Perera, 
Parkinson’s Disease 
Research Administrator
Tel 02920 745821
Fax 02920 744394
Email
pd.research@cardiffandvale.wales.
nhs.uk
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The Life with Parkinson’s today – room for
improvement survey showed specifically
for Northern Ireland that there are
approximately 3,500 people with PD in
Northern Ireland

• Diagnosis by specialist in Northern
Ireland is the lowest in the recent PDS
survey with only 6:10 individuals
(61%) being informed of their PD by a
neurologist or care of the elderly
physician

• More than 1:10 people (12%) have
never been seen by a hospital doctor
with specialist knowledge of PD

• Less than a third (32%) diagnosed in
the last 5 years waited less than 6
weeks for their first appointment with
a neurologist or elderly care physician.
More than 11% waited more than 6
months. 

MASTERSTROKES  -    MAY  2008

• A quarter (25%) of people with PD
have never spoken to a PDNS 

• The proportion of people having their
medication reviewed at least annually
in NI is worse -79% - than anywhere
else in the UK (Wales 94% England
91%, Scotland 89%)

• Over 4:10 have never been assessed
or received a course of physiotherapy

• More than half (57%) have never
been assessed or received a course
of Speech and language therapy

• More than half (53%) have never
been assessed or received
Occupational therapy 

• 4:10 (42) were not given clear
information about their condition and
medication at the time of diagnosis  

Update  from  
Northern  Ireland  

Whilst the PD Masterclasses have had several graduates from Northern Ireland and the Republic
of Ireland these attendees are still in a minority in comparison to other areas of the UK. The
possibility of a Masterclass specifically for Ireland has been muted. We would also be very
grateful for contributions to this newsletter from our colleagues across the water!

In January 2008 PDS UK held its first ever reception at Stormont to highlight the needs of people
with Parkinson’s disease in Northern Ireland to Members of the Legislative Assembly (MLA). This
was hosted by Tom Elliott MLA. 

Obtain your copy on line from
http://www.healthcareworkforce.nhs.uk/resources/latest_resources/
long_term_neurological_conditions.html
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G P Notes

As a GP participant, I completed the 8th PD
Masterclass in preparation for some regular
sessions as a Clinical Assistant or GPwSI with
the local Movement Disorders Team.
Unfortunately, in common with many other
areas, the PCTs were reorganised, our
putative funding was lost, and we are in the
process of bidding again.

The training has not been wasted. I have had
many opportunities to teach about Parkinson’s
Disease, with the PD nurses, and share what
we have been learning about recent
developments. An individual GP may only have
two or three PD patients, so updates from the
specialist team are vital. They have also
valued meeting Val and Viv, our PD nurses.

With the GP registrars, we have used PD as
an example of the time course of a chronic
disease – diagnostic, maintenance complex
and palliative. They need to be aware of what
can worsen PD – infection and drugs. Usually
GPs encourage streamlining prescribing; in PD
we say please leave well alone! 

For the non-medical prescribers course, a
case history included a PD patient presenting
to a Walk in Centre with nausea and
constipation.

Avoiding
metoclopramide or
stemetil was the
take home message.

GP sessions have introduced management of
non-motor symptoms. We have offered
reassurance that some medications may be
prescribed ‘off licence’ when there is agreed
expertise in their use and that ACEI may be
effective with some of the later distressing
mental health symptoms. There are shared
care protocols for entacapone prescribing. We
have alerted GPs to behaviour changes with
dopamine agonists and answered questions
on apomorphine and DBS. These were the
main areas of interest. 

Within PCT commissioning, I supported the
local neurologists successfully  prevent PD
being squeezed onto an 18 week pathway,
and advocated the continuation of consultant
led PD care with a team approach.

I consider myself fortunate to have had the
opportunity to join the masterclass. We still
hope to increase the number of clinics held in
local Health Centres -  I will keep you posted!

Beth Coward - GP Chertsey

Long-term neurological conditions

Management at the interface between
neurology, rehabilitation and palliative care

Royal College of Physicians Concise
guidance to good practice series no.10

These concise guidelines are intended to
inform doctors and healthcare professionals
involved in the long-term support, rehabilitation
and palliative care of people in the later stages
of long-term neurological conditions
and provide practical advice for clinicians
when caring for someone with an LTNC, as
well as outlining indications for specialist
referral. 

The guidelines recommend a collaborative
model for interaction between the different
specialties involved in the care of people with
LTNCs. 

A set of tools to support implentation of the
guidelines is offered. They include a checklist
to guide clinicians when a patient with an
LTNC is admitted to a general hospital, as well
as a series of care pathways to guide
management of specific symptoms including
management of bladder and bowels, pain,
breathlessness, and nausea and vomiting.

CODE: 15113 058
ISBN: 9781860163302
Published: March 2008 £10.00 - can be
obtained from the Royal College of
Physicians, London - www.rcp.org.uk
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Masterclass Graduates 
join us for a Second

Advanced Masterclass to update your skills 

Friday 12th September 2008
Holiday Inn Filton

Bristol

Programme includes 

Drug management in the older person with
comorbidities 
New kids on the block (current therapies and changes
to existing medication) 
Using Dupdopa 
Datscan update
Non motor symptoms in PD
Surgical procedures where are we now?
Vascular pseudo parkinsonism review of current
practice
Falls and PD

To reserve your place contact
redoffice@btopenworld.com

Tel: 01872 225552  Fax 01872 225554

Please reserve me a place on the 2nd PD Advanced Masterclass

Name……………………………………………………………..

Address……………………………………………………………

Phone……………………………………………………………..

Conference Gold Sponsors are Boehringer Ingelheim Ltd.
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Conference on Recent Advances in Diagnosis
and Treatment of Parkinson's Disease

5 June 2008 at 10am, Wellcome Collection
Conference Centre, London - to book
response@gskadvances.com

12th International Congress of Parkinson’s
disease and Movement Disorders 

22-26 June 2008 Chicago IL, USA email:
congress@movementdisorders.org

Specialist registrar Masterclass 28 July - 1 August 2008 Knowledge Spa, Truro
Cornwall.  Further details from
redoffice@btopenworld.com

5th Masterclass Mentor meeting /2nd Advanced
Masterclass

11-12 September 2008 Bristol. Further details
from redoffice@btopenworld.com

EPDA Euroyapmeet Conference 3-5th October 2008 Zagreb Croatia; email:
lizzie@epda.eu.com 

Mental Dysfunctions in Parkinson’s Disease 16-19 October, 2008 Dresden, Germany. 
details from Kenes International 
1-3, rue de Chantepoulet P.O. Box 1726 CH-
1211 Geneva 1 Switzerland Tel: +41 22 908
0488 Fax: +41 22 732 2850 
E-mail: pdment2008@kenes.com

Classic Masterclass Module 1 Cornwall 20-22 May 2009. Further details from
redoffice@btopenworld.com

Specialist registrar Masterclass Cornwall 6-10 July 2009. Further details from
redoffice@btopenworld.com

Classic Masterclass Module 2 Birmingham 25 -27 November 2009. Further
details from redoffice@btopenworld.com

Dates  for  your  diary



The second Edition of Parkinson’s Disease
in the Older Patient has been fully revised,
updated and expanded to include new
treatments and entirely new chapters. This
authoritative text is recognised as a key
publication for members of the PD
Masterclass.

The book, edited by our Faculty members Drs
Jerry Playfer and John Hindle, provides
accessible, easy-to-read information
This second Edition has been fully revised,
updated and expanded to include new
treatments and entirely new chapters. It covers
all aspects of treatment and, although it
focuses on the older patient, it is also highly
relevant for younger patient groups with an
emphasis on multidisciplinary assessment and
management.

Detailed information on the aetiology and
pathogenesis of the condition, drug and
surgical treatments, sleep disturbances, quality
of life, and carers is now included, along with
the more prevalent older patient issues such
as neuropsychiatric disturbances, speech and
swallowing problems, balance and falls, and
autonomic disturbances. The updates also
include new advice on the management and
services in primary care, linked to the recent
NICE guidelines. With official endorsement
from our Parkinson’s Disease Academy this
new edition is highly recommended.
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Book  Review
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general, LTNC have a longer and more
variable time course. The individual’s condition
may fluctuate but it is often difficult to
determine exactly when a patient is entering
the final stages of their life. Their symptoms
are diverse, and many have complex
disabilities including cognitive, behavioural and
communication problems as well as physical
deficits. For these reasons, guidelines
increasingly recommend early referral to
Specialist Palliative Care Services (NICE,
2004; NICE 2006) but this does not mean to
say that all individuals with PD need to see
SPCS as clinicians and nurses skilled in PD
management are well able to manage the
majority of patients with referral to the SPCS
for advice and support as required.   

Using tools and pathways to faciliate
palliative and end of life care

Several tools are being rolled out in England
aimed at improving end of life care by
optimising the usual professional carer’s skills
and knowledge, so that more patients are
enabled to live and die where they choose
without the need for unnecessary hospital
admissions (www.endoflifecare.nhs.uk). 

These tools are:

� Gold Standards Framework (GSF) 

(which encourages coordination            
and communication in the 
primary care setting), 

� Liverpool Care Pathway (LCP) 

(which provides guidance on the 
last few days of life),

� Preferred Priorities of Care (PPC) 
document 

(which assists with 
advance care planning). 

Knowledge of these tools is vital for
practitioners managing those with neurological
problems at the end of life.

The palliative care needs of people with
Parkinson’s Disease is one of the main
areas covered on the Masterclass
programme but it has taken many years for
these needs to be prominent within UK
healthcare. 

In England the Long Term Conditions (LTC)
National Service Framework (NSF) (DH,
2005) now advocates life-long care for people
with all long term neurological conditions and
highlights the need for provision of specialist
neurology and palliative care services to
support people throughout and to the end of
their lives. However recent research
conducted by Sue Ryder Care in England has
identified that only seven Primary Care Trusts
from a sample of 20 had a local development
plan for the LTC NSF on their website (Sue
Ryder Care, 2007). 

In recent years, specialist palliative care
services have increasingly recognised the
needs of non-cancer patients (Addington-Hall
et al, 1998; O’Brien, 2001), especially in
rapidly fatal LTC such as motor neurone
disease (O’Brien et al, 1992; Leigh et al,
2003). This said, specialist palliative care
services (SPCS) are still largely accessed by
those with cancer and in 2006-7 only 7.2% of
patients receiving in-patient care or home care
from a specialist palliative care unit and 13.6%
of patients receiving support from hospital
palliative care teams had a diagnosis other
than cancer (NCPC, 2007). Approximately one
third of these individuals will have some form
of neurological disease. This is despite 20% of
acute admissions to hospital with a diagnosis
of a significant neurological problem, and 2%
of the population with a neurological disability,
commonly severe and progressive (Brex,
2007). Consequently, there are many people
with PD who are needing palliative care but
who currently appear to be unable to access
such services.

It has to be acknowledged that there are some
major differences in the palliative care needs
of people with LTNC, compared to the
individual experiencing cancer (O’Brien, 1992;
Volts and Borasio, 1997; Miller et al, 1999). In
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A palliative care pathway for those with LTNC
The National Council for Palliative Care has made a valuable contribution to the drive to improve
standards of palliative care for those with neuroligical conditions including PD and the establishment
of care pathways as a means to enable standardisation of service provision. NCPC has  recently
produced their document ‘Focus on Neurology’ (NCPC, 2007a), which highlights the palliative care
needs of those experiencing neurological conditions and problems. An integral part of this document
is “The Final Pathway”, which seeks to identify the variety of steps to be considered in managing an
individual with a LTNC until the final journey to a peaceful death (NCPC, 2007a).  This pathway may
be a useful starting point for those wanting to address palliative care needs in their PD patients and
the NCPC  Neurolgical Policy Conditions Steering group are eager to hear from any clinicians who
would be willing to try the pathway out in their practice areas…..if you would like to give feedback on
use of this pathway please contact Lucy Sutton or Janice Brown at the National Council
l.sutton@ncpc.org.uk

Sue Thomas Member Neurological Conditions Policy Group NCPC 
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The pathways below were devised following this thorough process and are now available on the
NCPC website. The first pathway reflects the pathway to diagnosis (Figure 1), the second, the
Neurological Care Pathway, has been designed to support professionals in meeting the palliative
needs of people with LTNC (Figure 2). A form for comments continues to be provided with the
pathway to ensure ongoing feedback. Following the process a list of key bullet points was added for
those less receptive to visual flow diagrams. The full details of the pathway consultation and piloting
process was presented at the International Symposium on Motor Neurone Disease in November 2007
and publication is in progress. 

Neurological Symptoms
Figure 1: Pathway leading to the
neurological diagnosis

G.P.

Preparing to tell the diagnosis:

Have you
i)   A specialist nurse ready to be present?
ii)  Asked for a relative to be present?
iii)  A 2 week repeat appt to offer with            

consultant/sp nurse?
iv)  Voluntary agency details to give out - e.g. 

MIND Association 
v)   Local guidelines on telling diagnosis?
vi)  Identified key worker or single point of
access to services for case management?

Consultant Neurologist

In-patient investigations:
EMG, MRI, Blood, CSF...

Other specialists - ENT, rheumatologist,
gerontologist, opthalmologist, psychiatrist,

neurosurgeon

2nd opinion

Telling the diagnosis /
providing information /

offering treatment

Inform
GP & DN

&
Specialist

Nurse.
Liaise
with

hospital
team

Have you
i)  2/52 repeat appt with consultant / 

specialist nurse?
ii) Follow-up consultant clinic appt for 3/12? Go to the NCPC ‘NEUROLOGICAL CARE

PATHWAY’
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Input from co-ordinated (by KW) multi-professional team,
SALT, OT, dietician, physio, neuropsychiatry, mental health

services, voluntary agencies, genetic counselling, community
therapists, continence, pain team

Input
from co-
ordinated

rehabilitation
team, physio,

OT,
wheelchair
services,
mobility,

environmenta
l controllers,

spasticity
clinic

Family
issues: Input
from social
team: care

manager, grants
team, benefits

adviser,
voluntary
agencies

Would you
be surprised if
patient was not

alive in 6-12
months?

Would you
be surprised if
patient could

not
communicate in
6-12 months?

At point of telling the diagnosis

Indicators for referrals / decisions

Identify key worker or
single point of contact for

case management

Consider:

18 Week
Delivery

Quality of
Life

Patient
Choice

Preferred
Place of
Care

Comfort

Continuing
Care
Assessment

Consider Referral to Specialist
Palliative Care

Consider
referral to Neuro-
Palliative Rehab

Communications
issues

Social issuesMobility
issues

Cognitive
difficulties

Swallowing
issues,

difficulties with
eating & drinking,

poor nutritional
status

Breathlessness

Medical
complications Emotional

issues
Employment

Financial
/ housing

Consider
active

management:
antibiotic &

assisted
ventilation

Consider
PEG

feeding
tube

Yes No

Life
expectancy

predicted < 6-12
months

Psychologist,
religious
leaders,

counselling
teamsSymptom /

comfort management

Advance care plan /
decisions for future

management
Consider Advice from and Linking

with Specialist Palliative Care
Consider  referral to Neuro-Palliative

Rehabilitation  (see definition)

Refer
to

appropriate
acute

service

No,
not sure

Yes
Advance

care plan -
Decision

Patient wants active management

Impaired
ability to

make
decisions?

Inform GP &
DN & Specialist

Nurse in hospital:
liaise with

hospital team

Discuss Advance
Care Plan / Decisions &
consider Gold Standards

Framework

No

Yes

Figure 2: Neurological Care Pathway 

Janice Brown (University of Southampton) & Lucy Sutton (NCPC) Sept 2007
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