Parkinson’s Disease





There are at present over 120,000 people with Parkinson’s disease living in the United Kingdom.  By the year 2000, this number will rise due to the increasing numbers of elderly people within the population.  At the same time, the pool of available informal carers is also diminishing.  In 1920, a couple in their 80’s would have had 42 relatives able to care for them, 14 of whom did not have jobs outside the home.  Today people over 75 have on average 11 female relatives, with only three having no job outside of the home.





This progressive neurological disease currently has no cure.  It may start with stiffness in the shoulder or trembling in a hand but for some people it may eventually affect all the limbs, making it hard to dress, to wash, to feed or undertake other tasks associated with normal lifestyles.  Difficulties in the emotional life, may also be experienced.  The loss of facial expression and changes in the strength and musicality of the voice, especially if associated with changes in body languages, can lead to misunderstandings and distress.  For some individuals, confusion and loss of memory may also occur in later stages.





Parkinson’s disease differs in many respects from other neurological conditions.  Its progression is highly variable.  The degree of disability can fluctuate unpredictably over the course of a day or even a single hour.  Medication needs to be effective.  It is essential that professional advice is given on drug management which will suit the patient’s individual needs, and therefore improve their quality of life.





People with Parkinson’s want to be actively involved in the management of their illness.  When asked what they need to improve their quality of life, the following requests were made:





A better ‘telling’ of the disease


Information on drugs which is given in a language they can understand


Specially dedicated Parkinson’s disease/Movement Disorder clinics in hospital outpatient departments


Time to talk and be listened to


Information on services that can help management of Parkinson’s on a long term basis


A range of disciplines supporting them


An ongoing educational service for professionals involved in all aspects of care for those people with Parkinson’s and their families


An identified link person to liaise on their behalf between hospitals and community services.





To meet with these requirements, people with Parkinson’s need to be given knowledge of the disease and become partners with the multidisciplinary team who are delivering care to themselves and their carers.  They deserve to be referred to a doctor with a special interest in their illness, who is able to tell them the diagnosis and answer their questions.  Early referral to the multi-disciplinary team generates a link with a group of professionals who can make a difference to their lives and the lives of their carers.  Recognising the importance of these links and the need for expert advice, the Parkinson’s Disease Society (PDS) has championed the post of Nurse Specialist.  This paper outlines the background to this development and describes a multi-disciplinary, partnership approach to support and caring which should be transferable to other services.





The Nurse Specialist Initiative





The first Parkinson’s Disease Nurse Specialist was appointed in the NHS in Cornwall in 1989.  She had originally been funded from a research project, but was appointed from within the NHS to further develop the work.  Several other initiatives followed in a number of localities, but the major leap was taken in 1992 when an initiative commenced, and has continued through partnerships between the PDS, Eli Lilly, Britannia, Roche and DuPont Pharmaceuticals, to further develop the post of the Parkinson’s Disease Nurse Specialist around the country.





The aim of these Nurse Specialists has been to work from hospitals and within the community, utilising existing resources and the expertise of the multi-disciplinary Health Care Teams to improve the quality of life of individuals and their families living with Parkinson’s.  This initiative has been overseen by a Steering Group supported by an Implementation Group, to ensure that the agreed focus is maintained and the project continues to expand.  Evaluation projects are ongoing, to ensure that the benefits of such models are captured and comparisons made for the future.  These include analysis of the cost effectiveness of introducing specialist nurses.





It is the ambition of the PDS to further expand the numbers of Nurse Specialists to over 100 by the year 2000.  In addition, they hope to standardise the education of the Nurse Specialist.  Already the English National Board A43 Course has been established in several Universities, and it is likely that the number and variety of courses will rise in the future.  Bursaries are available for nurses who wish to further their skills working with people with Parkinson’s.  Employers are encouraged to support the move to further improve the education of this growing specialism.





The Skills of the Nurse Specialist





The Nurse Specialist’s post, alongside other services, can dramatically improve the quality of life of those with this chronic illness.  It has been recognised by the PDS that many other nursing posts exist that may have a special interest in Parkinson’s (for example, generalists such as neurological and movement disorder nurses).  The Society has established a database to collect the names and addresses of these nurses working within the UK and already a number of study days have been arranged for this group.  In addition, a special interest group has been established within the Royal College of Nursing.  The Society believes that in order to acquire the designation of ‘Parkinson’s Disease Nurse Specialist’, a certain criteria must be met.  These include the following:





Minimum 3 years Post Registered (RGN) and currently registered to practice with the UKCC.


Skilled through training in the treatment and management of Parkinson’s and other allied conditions.


Expertise will be maintained through clinical practice and education obtained in secondary and primary care.  This will be facilitated through reflective practice, seminars, conferences and related courses and will be in line with UKCC PREP requirements, 1st April 1995.


Designated to have specialist clinical responsibility for the care and management of patients with Parkinson’s or allied conditions.


The Parkinson’s Disease Nurse Specialist is central to the effective functioning of the Medical and Multi-disciplinary Team and must aim to co-ordinate and implement the overall strategy for Parkinson’s care in his/her area.





If the above criteria are not fulfilled, the nurse will be unable to take the title - Nurse Specialist.  The
