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Consultation on Proposed End of Life Choices Bill

Response from the Parkinson’s Disease Society 

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.

Summary

Parkinson’s is a complex condition, and the advanced stages can be very difficult to cope with and manage. There can also be considerable difficulties in accessing appropriate care and support at the end of life. 

People living with Parkinson’s have a range of views about end of life issues. PDS believes that that wherever possible, and within the framework of the law, the decisions and wishes of people with Parkinson’s about their care and treatment should be supported. 

General comments 

We have some general comments to make on the consultation proposals. 

“Waiting period” 

This proposal addresses some of the concerns that the Society had raised in relation to Jeremy Purvis MSP’s proposal for an assisted dying bill in the last Parliament. PDS has previously supported the British Geriatrics Society’s view that if legislation were to be introduced, the minimum cooling off period should be at least 14 days. We believe that the proposal for any bill to specify a period of at least 15 days is adequate. 

Definition of persons eligible to apply for assistance 

PDS expressed concern that Jeremy Purvis MSP’s proposed definition of eligibility was too narrow to apply to people with late stage Parkinson’s and other degenerative conditions, and suggested that any legislation should be specific about the conditions covered. The proposed definitions in this consultation are extremely broad. In particular, the inclusion of those who  “find their life to be intolerable” without a terminal or degenerative condition or incapacitation has the potential to include anyone whatever their health status. 

Need for a “second opinion” and specialist input

In addition, it is of some concern that only those who fall into the third category will have the safeguard of a second opinion from a consulting health professional in addition to the attending physician. 

PDS believes that the attending physician should be obliged to seek a second opinion in all cases where a person requested assistance to end their life. 

 In cases where the person has a condition like Parkinson’s, where they are managed by a specialist team, it should be necessary for the attending physician also to consult with the person’s Parkinson’s specialist clinical team. This additional safeguard would ensure that the attending physician would be aware of alternative treatment options which might offer symptomatic relief.

Role of the Attending Physician 

There is a lack of clarity about the type of assistance that the attending physician would offer in the proposal – whether through prescribing medication for the person to administer themselves, or by administering the medication to the person. This would need to be clarified in any bill that might be introduced. 

Assessment of capacity 

PDS agrees with the proposal that if a bill were to be introduced, it should use the definitions of capacity laid down in the Adults with Incapacity Act, and associated guidance. Accurate and sensitive assessment of capacity is likely to be particularly important for people with advanced Parkinson’s, who are likely to experience communication difficulties in addition to mental health symptoms and medication side effects. These may include depression, dementia, compulsive behaviours and psychotic symptoms. 

In the first instance, it would be extremely important to ensure that communication difficulties are not considered to indicate a lack of capacity, as indicated in statute. 
Depression affects up to half of all people with Parkinson’s,
 and psychotic symptoms and compulsive behaviours frequently occur caused both by the condition itself and as side effects of the medications used to manage it. 

The latest evidence suggests that cognitive decline and dementia are very common in Parkinson’s, with research suggesting that between 24% and 31% of people with Parkinson’s have dementia,
 and that up to 80% of people may develop dementia in the course of their condition.
 However, there is also evidence that these symptoms are underdiagnosed and undermanaged, and there is a danger that capacity may not be assessed accurately as a result. In a recent training needs analysis, some seven in ten health and social care professionals said that they needed training on Parkinson’s Disease dementia.

In view of the complex communication and psychiatric issues in late Parkinson’s, PDS believes that a general doctor without knowledge of Parkinson’s may not be able to assess capacity accurately. We believe that people with advanced Parkinson’s would need a neuro-psychological or specialist assessment of capacity, as outlined in the Guidance to the assessment of capacity accompanying the Adults with Incapacity Act. 

Need for improved support and care for people with Parkinson’s at the end of life

PDS believes that any discussion of assisted dying legislation should be within a framework of high quality and accessible palliative care, and we welcome the commitment that if this proposal should proceed, it would not exclude the provision of palliative care. There are very serious areas of unmet need in Parkinson’s care at the end of life, particularly with regard to the management of non-motor symptoms such as pain, depression and incontinence. 

Clinicians’ awareness of the non-motor symptoms of Parkinson’s remains lower than the motor symptoms,
 yet many people find that the non-motor symptoms have a greater impact on their quality of life.
  If such symptoms remain untreated, it means that people are more likely to find their lives intolerable. As previously noted, we would recommend that any legislation ensured that attending doctors would have to seek an assessment from the person’s specialist Parkinson’s team, to ensure that the information about the condition was accurate. 

There is also good evidence that there is a lack of palliative care support for people with Parkinson’s: 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 compared with conditions like cancer and organ failure. In addition, the finding that people aged over 75 may be less able to access specialist palliative care is also of concern, as the incidence of Parkinson’s increases with age. 

Specialist palliative care services such as specialist clinicians, nurses, pain relief, hospice services (including community services), spiritual support and bereavement services should be available to all who would benefit. .

Whether or not this bill were to proceed, it is essential to address these gaps in services.
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