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Consultation on Proposed Palliative Care Bill

Response from the Parkinson’s Disease Society 

The Parkinson’s Disease Society believes that high quality palliative care is essential for people with Parkinson’s from the point of diagnosis. A diverse range of services should be provided in various settings, including in the community and in hospitals, hospices and care homes.  We welcome the opportunity to respond to this consultation. 

About Parkinson’s 

About 10,000 people in Scotland have Parkinson’s.  It is a progressive fluctuating neurological disorder, which affects all aspects of daily living including talking, walking, swallowing and writing.  It is a lifelong, degenerative condition with no known  cure that can be managed through specialist care.  

Parkinson’s affects people from all social and ethnic backgrounds and age groups.  Most people are diagnosed over the age of 60. However one in 20 people with Parkinson’s are diagnosed before they are 40. 

About the Parkinson’s Disease Society

The Parkinson's Disease Society of the United Kingdom (PDS) provides support, advice and information to people with Parkinson's, their carers, families and friends. It also provides information and professional development opportunities to health and social services professionals involved in their management and care. 

This year, the Society is expected to spend nearly £5 million on research into Parkinson's Disease.  The Society also develops models of good practice in service provision, such as Parkinson's Disease Nurse Specialists, community support, and campaigns for changes that will improve the lives of people affected by Parkinson's. The Society provides a range of services, including information and support for people living with Parkinson’s and education for professionals, but does not provide care services. Almost all of the Society’s income comes from charitable donations.

The Parkinson’s Disease Society would be glad to explore any of the details of the consultation response in further depth. Please direct any questions or comments to: Tanith Muller, Parliamentary and Campaigns Officer, email tmuller@parkinsons.org.uk , tel: 0141 423 1518.

Q1 What are your views on using this definition of palliative care for Scotland

in the proposed Bill? (See paras 4-5)

PDS accepts that this definition is often used in defining palliative care, including in the Scottish Government’s palliative care action plan, Living and Dying Well. 

However, we believe that this definition is less appropriate for Parkinson’s than for many other conditions for which palliative care is appropriate. The reference to “life threatening illness“ might be perceived as excluding conditions like Parkinson’s which can have a long period of progression before they are life threatening. In advanced Parkinson’s, progressive physical immobility and frailty increases the risk of fatal viral or bacterial infection. However, it typically takes many years before people reach this stage in their disease journey: in one English cohort the average time from diagnosis to the so-called “palliative” stage was over twelve years, and the average person lived for a further two years.
 However, Parkinson’s is a very individual condition, and some people have lived for more than twenty years after diagnosis. 

PDS believes that palliative care principles should be part of the care of people with Parkinson’s from the point of diagnosis, to provide support at every stage throughout the progression of the condition. 

An alternative definition developed by WHO places the emphasis not on the likelihood of imminent death, but on the fact that the condition will not be cured. It has been used as the basis of the recent NICE recommendations on palliative care for people with Parkinson’s:
 

"The active total care of patients whose disease is not responsive to curative treatment. Control of pain, of other symptoms and of psychological, social and spiritual problems is paramount. The goal of palliative care is the achievement of the best quality of life for patients and their families. Many aspects of palliative care are also applicable earlier in the course of the illness in conjunction with … treatment."

PDS believes that this definition is more inclusive of the wide range of conditions other than cancer where people could benefit from better palliative care.

It would also be helpful if the definition were to make clear whether it refers to specialist or general palliative care, or a mixture of both. 

Q2 What are your views on the whether all progressive, life-limiting

conditions should lead to an entitlement to palliative care? (See para 6)
PDS supports the view that access to palliative care should be on the basis of need, not diagnosis. 

Work undertaken by the Parkinson’s Disease Society has identified that that the needs of people with Parkinson’s at the end of life are not always identified or satisfied. Problems include

· fragmented services characterised by a poor knowledge and understanding of Parkinson’s

· diminished access to services as Parkinson’s progresses, and treatment becomes less effective

· lack of information about the condition, medications, financial  and other available support

· lack of face-to-face personal support

· providers focusing on the age of the person, rather than the stage of the condition 

· failure to address fears about the future, or offer future planning.
 

The recent Audit Scotland Review of palliative care services in Scotland showed that there are particularly significant gaps in the provision of appropriate end of life support for people with neurological conditions like Parkinson’s. Those with neurological conditions are:

· much less likely to receive end of life care support from a specialist nurse than those with cancer or organ failure

· less likely to die at home than people with cancer, organ failure or other conditions

As the incidence of Parkinson’s increases with age, it is also of concern that access to palliative care may be being rationed by age, with Audit Scotland finding that people aged over 75 may be less able to access specialist palliative care.
  We believe that it is particularly important to ensure that the existing Care Commission / Scottish Partnership for Palliative Care Good Practice Statements on Palliative Care are met for those who live in care homes. 

PDS believes that Parkinson’s Disease services have a vital role to play in providing general palliative care, with support from specialist palliative care teams. There is evidence that people with Parkinson’s receive better co-ordinated palliative care if they have access to a Parkinson’s Disease Nurse Specialist (PDNS).
 

Everyone who needs specialist palliative care services such as specialist clinicians, nurses, pain relief, hospice services (including community services), spiritual support and bereavement services should be able to do so. 

In the late stages of Parkinson’s, issues of symptom control and medication become increasingly complicated, and good care depends on an understanding of these issues. Where palliative care is provided by specialist palliative care teams, or by general health and care staff who do not have a special knowledge of Parkinson’s, the input of Parkinson’s teams is also needed. This input is necessary to avoid problems that may be associated with sudden and unplanned changes to medications regimens, and to advise on symptomatic relief. 

Q3 A list of indicators of high-quality palliative care has been provided. What

other indicators should be included and why? (See paras 23-25)
The indicators concentrate on symptomatic control and practical issues at the end of life. Out-of-hours emergency admissions are a very important indicator, and PDS supports the provisions outlined in the Scottish Government’s Palliative Care Action Plan: Living and Dying Well to address this.  The types of symptoms referred to are physical, but in advanced Parkinson’s, there are frequently significant  issues with mental health and cognition, in addition to other non-motor symptoms. This means that care needs are very complex. 

Symptom control and end of life issues are vital to good quality palliative care, but it is important to recognise that palliative care is broader than this. Indicators measuring emotional support offered, opportunities to discuss issues and make plans could also be measured. 

The indicators also fail to address carers’ needs, which are often significant at end of life, and are particularly so in the case of Parkinson’s. The fluctuating nature of this complex condition can put particular stresses and demands on carers, especially at the end of life when both motor and non-motor symptoms can be very extreme. 

It should also be noted that, in common with some other conditions where people follow a trajectory of increasing frailty, the cause of death may not be given as Parkinson’s. This makes it hard to gather data on end of life care for people with this condition.  Data should be collected on the diagnosis/es, rather than relying on death certification. 

Q4 What are the funding implications of this proposal? Please provide

detailed costings. (See paras 26-31)

- 

Q5 What other organisations etc. will be affected by the proposal and in what

ways? (See paras 34-39)
- 

Q6 Please provide any other comments on the Bill’s proposal to place a

requirement on all Health Boards to provide high-quality palliative care to

everyone in need of it. (See paras 40-42)
-  
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